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I. INTRODUCTION

Since colonization, populations indigenous to the United States of
America have been an enticing subject for researchers. Geographic
continuity with traditional homelands and traceable blood quantum
requirements for tribal membership' provide a unique connection to the
past for researchers studying an array of topics from epidemiology to
religion. In recent years, the explosion of discoveries in the field of
genomic research has led to even greater interest in the U.S. native
communities by commercial and scientific interests. Firms have offered
genetic tests to detect Native American Ancestry.2 Also interested in
1. E.g., CONSTITUTION AND BYLAWS OF THE BLACKFEET TRIBE OF THE BLACKFEET INDIAN
§ 1(c) (requirement of 4 degree of Blackfeet Indian blood

RESERVATION OF MONTANA, art. II,

available at http://www.narf.org/nill/Constitutions/BlackfeetConst/
enrollment),
for
bfconttoc.htm; see also John P. LaVelle, The General Allotment Act "Eligibility" Hoax:
DistortionsofLaw, Policy, and History in Derogation ofIndian Tribes, 14 WICAZo SA REv. 251
(1999).
2. E.g., AncestryByDNA, deCODEme, 23andMe, GeneTrack, DNA Tribes, The DNA
Ancestry Project.
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this scientific discovery are non-profit initiatives like the Genographic
Project 3 which is investigating prehistoric human migratory patterns by
analyzing and comparing the genetics of a large number of human
populations, including indigenous populations of North America.
Finally the focus of this Article, the National Institutes of Health (NIH),
a component of the Department of Health and Human Services, has
identified minority health disparities research as a high priority4 and the
National Human Genome Research Institute, the NIH institute most
focused on genetic research, has identified genetic research addressing
health disparities in minority communities as a significant focus.5
Scientific and commercial interest in genomic research involving
Native American populations has never been higher, nor has the need
for genomic and health research in American Indian and Alaska Native
(AI/AN) communities ever been greater. Native Americans currently
suffer some of the most marked health disparities among all U.S. races,
even though Congress provides significant funding6 for Native American
healthcare through the Indian Health Service. Through genomic
research, knowledge of the genetic contribution to many diseases is
rapidly expanding. This research offers the potential for many
promising advances in healthcare. Genetic testing can help to define
disease risks as a guide to treatment and prevention. 7 In the case of
pharmaceutical treatment, pharmacogenetic testing-the development
of tests that assess an individual's potential to metabolize and respond
to specific drugs--offers opportunities to increase the safety and
efficacy of drug treatment. Genetics research is also unlocking new and
promising treatments through examination of the molecular biology of
specific disease conditions. Without research participation from Native
American individuals, this population may be excluded from some of
the health benefits of genetic research which could help reduce the
health disparities between Native Americans and other U.S.
populations. For example, failure to study genetic influences on drug
response in Native American populations could result in fewer
3. The Genographic Project: Human Migration, Population Genetics, Maps, DNA,
NAT'L GEOGRAPHIC, https://genographic.nationalgeographic.comL/genographic/index.html (last
visited Apr. 30, 2009).
4. E.g., Mission and Vision of the National Center for Minority Health and Health
Disparities, http://www.ncmhd.nih.gov/about-ncmhd/mission.asp (last visited Oct. 23, 2010).
5. NAT'L HuMAN GENOME RESEARCH INST., NIH HEALTH DISPARITIES STRATEGIC PLAN,
FISCAL YEARS 2004-2008, at 2, http://www.genome.gov/Pages/Research/DER/DERReports
Publications/NHGRIHealthDisparitiesPlan.pdf.
6. Yvette Roubideaux, Perspectives on American Indian Health, 92 AM. J. PuB. HEALTH
1401, 1401-03 (2002).
7. Alan A. Guttmacher & Francis S. Collins, Welcome to the Genomic Era, 349 NEW
ENG. J. MED. 996, 996-98 (2003).

8. Id.
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pharmacogenetic tests of value to these populations.
Researcher access to Native American research participants is
problematic. Unethical and undesirable research practices have led to
distrust and conflict between Native populations and outside
researchers, when considered alongside the extensive history of wars,
plagues, and broken treaties inflicted on the U.S. Native Americans and
tribal governments. The ethical concerns relating to the treatment of
human research subjects and those data derived from them have largely
been concerned with protecting the health, safety and privacy of the
individual research subjects and protecting the ability of researchers to
freely study samples provided to them by research participants. Where
Native American subjects are involved, however, an additional variable
must be factored into the ethical calculus; the sovereign authority of
federally-recognized tribal governments over Native American research
participants and researchers themselves. This article will examine
several case studies highlighting the history of research conflicts to
provide a context for Native American concerns with free researcher
access to tribal members and their data. It will look at the federal law
related to sharing data collected with federal funding and NIH's
implementation of that law, including specific data sharing policies
related to genetic research. Finally it will discuss potential strategies to
preempt the data sharing laws through judicial exceptions application of
federal laws of general applicability by creating tribal frameworks for
research conducted under tribal regulatory authority and for sharing of
tribal data, whether they be stories or tissue samples.

II. RESEARCHERS AND NATIVE

AMERICA:

A TROUBLED

HISTORY

A. Native Americans and Anthropologists
Into each life, it is said,some rain must fall. Some people have bad
horoscopes, others take tips on the stock market. McNamara created the
TFX and the Edsel. Churches possess the real world. But Indians have
been cursed above all other people in history. Indians have
anthropologists-VineDeloria,Jr.9
From first contact with Europeans, the indigenous people and
communities of North America have been subjected to intense scrutiny
from a variety of academic disciplines. Beginning with Spanish
colonization, the Catholic Church studied the indigenous population of
Hispaniola and the other lands explored by Columbus in order to form
9.

VINE DELORIA JR., CUSTER DIED FOR YOUR SINs 78 (1969).
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Catholic policy regarding European responsibilities toward indigenous
inhabitants of colonized lands.'
Since that time, a huge body of Native American-related research
has been compiled by primarily humanities researchers." Archeologists,
ethnohistorians, linguists, sociologists and other subsets of anthropology
have combed AI/AN communities for unique data supporting academic
research, advancement, and renown. For centuries, domestic and
international academic departments of anthropology, as well as private
anthropologists acting as consultants, have been sending cadres of
students and faculty into Native America to collect data. This
continuous scrutiny built a shaky foundation for trust between native
American potential research subjects and researchers.
1. Native American Remains Collection and Research
The genesis of the relationship between Native Americans and
researchers can be traced to the collection and study of aboriginal
remains. Native American remains have always been of interest to the
U.S. government, museums, educational institutions, and tourist
attractions.1 2 In fact, the first Pilgrim exploration party returned to the
Mayflower with objects taken from a Native American grave.' 3 In the
nineteenth century, Dr. Samuel Morton, the "father of American
physical anthropology"' 4 accumulated a huge collection of Native
American skulls and asserted that their measurements proved Native
Americans to be at a "low stage of development" and doomed for
extinction. Dr. Morton's theories were used as a basis for removing
Indians and seizing their homelands, and even conducting ethnic
cleansing of the "Vanishing Red Man."1 6 Collection of Native
10. ROBERT A. WILLIAMS JR., THE AMERICAN INDIAN IN WESTERN LEGAL THOUGHT:
THE DISCOURSES OF CONQUEST 85-87 (1990).
11. Historically research among American Indians and Alaska Natives has been focused
in the area of anthropology, with large American Indian studies programs at major Universities
both in the United States and elsewhere sending cadres of students and faculty into Native

America to collect data and publish results for advancement.
12. Allison M. Dussias, Kennwick Man, Kinship, and the "Dying Race": The Ninth
Circuit's Assimilationist Assault on the Native American Graves Protection and Repatriation
Act, 84 NEB. L. REV. 55,62 (2005).
13. Jack F. Trope & Walter R. Echo-Hawk, The Native American Graves Protectionand
RepatriationAct: BackgroundandLegislative History,24 ARIZ. ST. L.J. 35, 40 (1992).
14. Id. at 40-41.
15. Dussias, supra note 12, at 65-66 (citing Stephen J. Gould, Morton's Ranking ofRaces
by CranialCapacity: Unconscious Manipulation of Data May be a Scientific Norm, SCIENCE,
May 5, 1978, at 503-09).
16. ROBERT E. BIEDER, A BRIEF HISTORICAL SURVEY OF THE EXPROPRIATION OF AMERICAN

INDIAN REMAINS (1990), reprinted in Native American Grave and Burial Protection Act
(Repatriation);Native American Repatriationof Cultural Patrimony Act; and HeardMuseum
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American remains became official U.S. policy in 1868, when the
Surgeon General issued orders to the U.S. Army to collect Native
American skulls and other body parts." It is estimated that the number
of Native American remains removed from their resting places for
storage or display is between 100,000 to 2 million. 8
This history and resulting pressure from tribes and other institutions
resulted in the 1990 passage of the Native American Graves Protection
and Repatriation Act (NAGPRA)." NAGPRA provides for repatriation
of "Native American human remains and associated funerary objects," 20
"sacred objects," 21 and "objects of cultural patrimony" found on
federal lands after November 16, 1990.23 NAGPRA creates a priority
for repatriation to lineal descendants of the human remains and funerary
objects.2 4 If lineal descendants cannot be determined, or the objects
found are "sacred" or of "cultural patrimony" as defined by the Act, 25
repatriation will be to either the tribe on whose land the remains or
objects were found, 26 or if found on non-tribal federal lands, repatriation
goes to the tribe "which has the closest cultural affiliation with such
While the NAGPRA defines a detailed
remains or objects . . .
process, and despite NAGPRA's good intentions, implementation of the
Act has resulted in continuing tension and litigation between Native
Americans and anthropologists.

Report: Hearing on S. 1021 and S. 1980 Before the Committee on Indian Affairs, Select. Senate,
101st Cong. 284-356 (1990).
17. Daniel S. Lamb, The Army Medical Museum in American Anthropology, in
PROCEEDINGS OF THE NINETEENTH INTERNATIONAL CONGRESS OF AMERICANISTS (F.W. Hodge

ed., 1917).
18. Trope & Echo-Hawk, supranote 13, at 39.
19. Native American Graves Protection and Repatriation Act, Pub. L. No. 101-601, 104
Stat. 3048 (codified at 25 U.S.C. §§ 3001-3013 (2000)).
20. 25 U.S.C. § 3002(a)(1) (1990).
21. 25 U.S.C. § 3002(a)(2) (1990).
22. Id.
23. 25 U.S.C. § 3002(a) (1990).
24. 25 U.S.C. § 3002(a)(1) (1990).
25. 25 U.S.C. § 3001(C) (1992) ("'[Slacred objects' which shall mean specific ceremonial
objects which are needed by traditional Native American religious leaders for the practice of
traditional Native American religions by their present day adherents"); 25 U.S.C. § 3001(D)
(1992) ("'cultural patrimony' which shall mean an object having ongoing historical, traditional,
or cultural importance central to the Native American group or culture itself, rather than
property owned by an individual Native American, and which, therefore, cannot be alienated,
appropriated, or conveyed by an individual regardless of whether or not the individual is a
member of the Indian tribe or Native Hawaiian organization and such object shall have been
considered inalienable by such Native American group at the time the object was separated from
such group.").
26. 25 U.S.C. § 3002(a)(2)(A) (1990).
27. 25 U.S.C. § 3002(a)(2)(B) (1990).
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2. The "Kennewick Man" Litigation
Historical tensions between Native Americans and anthropology
academic researchers rose to the national forefront with the discovery of
an ancient skeleton known in the media as "Kennewick Man," 28 and to
many Native Americans as "The Ancient One." 29
In 1996, spectators at a hydroplane race on Lake Wallula, a reservoir
on the Columbia River in Washington State, discovered a human
skeleton in an eroding portion of the lakeside. 30 The land on which the
remains were found was in control of the U.S. Bureau of Reclamation
and soon after discovery arrangements were made for the skeleton to be
moved to the Smithsonian's National Museum of Natural History for
study.31
Before the remains could be transferred to the Smithsonian, four
Pacific Northwest tribes located near the site of the discovery 32 objected
to the transfer of the remains and petitioned for their repatriation
pursuant to NAGPRA.3 3 The Army Corps agreed, halted research,
seized the remains, and published a "Notice of Intent to Repatriate
Remains" in a local newspaper as required by NAGPRA. 3 4 In the
Notice, the Army Corps made the following findings:
(1) the notice of repatriation was being issued pursuant to the
Native American Graves Protection and Repatriation Act. . . , (2)
the Corps had determined that the remains were of Native
American ancestry, (3) the Corps had determined that the remains
had been inadvertently discovered on federal land recognized as
the aboriginal land of an Indian tribe, (4) the Corps had
determined that there is a relationship of shared group identity
which can be reasonably traced between the human remains and
five Columbia River basin tribes and bands, (5) that the Corps
intended to repatriate the remains to those tribes, (6) that notice
had been given to certain Indian tribes, (7) that "[r]epresentatives
of any other Native American Tribe which believes itself to be
culturally affiliated with these human remains should contact the
Corps of Engineers prior to October 23, 1996," and (8) that
repatriation may begin after this date if no additional claimants
28. Bonnichsen v. United States, 969 F. Supp. 614, 617 (D. Or. 1997).
29. Bonnischen v. United States, 367 F.3d 864, 868 (9th Cir. 2004).
30. Id. at 869.
31. Id. at 870.
32. The four tribes were the Nez Perce Tribe of Idaho, the Confederated Tribes of the
Umatilla Reservation, the Confederated Tribes of the Colville Reservation, and the
Confederated Tribes and Bands of the Yakama Indian Nation. Id. at 869 n.2.
33. Id.
34. Bonnichsen, 969 F. Supp. at 618.
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come forward.
A group of scientists responded to the Notice expressing concerns
that this was an extremely important find and should be researched, that
the result of repatriation would be reburial and loss of access to
researchers, and that the Tribes seeking repatriation could not be linked
with this ancient skeleton to the degree that was required by
NAGPRA. The Army Corps of Engineers did not respond to the
request for reconsideration by the scientists and as the repatriation
deadline approached, the scientists filed a complaint in Federal District
Court seeking a temporary restraining order halting repatriation.3 7 The
complaint requested a scientific study to determine the origins of the
remains, a declaratory order finding the agency decision null and void,
and an injunction to prevent the Defendants from denying researcher
access to the remains.38 The Defendants moved to dismiss the
complaintS39 on the grounds that the claims were not ripe, failure to
exhaust remedies, failure to state a claim, and that the tribal defendants
hold sovereign immunity from suit.40 The District Court denied the
tribal defendants' motions and allowed the case to proceed on the
merits.
In March 1998, the Department of the Army entered into an
interagency agreement authorized by the NAGPRA 4 1 to delegate
responsibility for determining the disposition of Kennewick Man to the
Department of the Interior (DOI). On September 21, 2000, Bruce
Babbitt, Secretary of the Interior, rendered to Louis Caldera, Secretary
of the Army, its "final determination and resolution of the issues
delegated to DOI by the Department of the Army . . ."43 The
Department of the Interior, relying on expert archeologist opinions that
35. Id.
36. Id.
37. Id.
38. Id.
39. In addition to the scientists who filed suit, the Asatru Folk Assembly also intervened
in the case. This self described "indigenous, pre-Christian, European religion" asserted that the
Ancient One was actually European in ancestry and thus should be repatriated to their church
for study and "reinternment in accordance with native European belief." Id. at 618-19.
40. Bonnischen, 969 F. Supp. at 619.
41. 25 § U.S.C. 3002(d)(3).
42. See U.S. DEPARTMENT OF THE INTERIOR NATIONAL PARK SERVICE, INTERAGENCY
AGREEMENT BETWEEN THE DEPARTMENT OF THE ARMY AND THE DEPARTMENT OF THE INTERIOR
ON THE DELEGATION OF RESPONSIBILITIES UNDER SECTION 3 OF THE NATIVE AMERICAN GRAVES
PROTECTION AND REPATRIATION ACT PERTAINING TO HUMAN REMAINS DISCOVERED NEAR THE

CITY OF KENNEWICK,

WASHINGTON

(Mar.

24,

1998),

http://www.nps.gov/archeology/

kennewick/agree.htm.
43. Letter from Bruce Babbitt, Secretary of the Interior to Louis Caldera, Secretary of the
Army, Sept. 21, 2000, http://www.nps.gov/archeology/kennewick/babb-letter.HTM.
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the remains were "Native American"" and ethnohistorical research
regarding the human inhabitants of the Southeastern Columbia Plateau
during the time of Kennewick Man's life and their cultural affiliation
with present-day tribes, 45 as well as other legal analysis, 46 concluded
that the remains were "Native American" and should be repatriated to
the Bonnichsen tribal parties. 47 Following this decision, the Bonnichsen
plaintiffs filed an Amended Complaint challenging the decisions of the
District Court and asserting additional claims.
The District Court found that DOI erred in determining the remains
to be "Native American" as defined by the NAGPRA. 4 9 The NAGPRA
defines "Native Americans" as "of, or relating to, a tribe, people or
culture that is indigenous to the United States."5 0 The District Court
disagreed with the DOI's interpretation that remains found in the United
States predating Columbus were per se "Native American."" The Court
found that congressional intent required more evidence of a relationship
between pre-Columbian remains and a modem tribal group than simply
location within the traditional area of that modem tribal group.5 2 The
District Court found no evidence existed in the record that Kennewick
Man was related to the tribal claimants, and no evidence existed that the
remains resembled any living group, thus "Kennewick Man's culture is
unknown and apparently unknowable."5 3 Based on this finding, the
District Court ordered the Plaintiff researchers to submit a proposed
study protocol to DOI within 45 days. The DOI and tribal claimants
appealed and the Ninth Circuit Court of Appeals affirmed the decision
both in the initial appeal 54 and in rehearing en banc.5 5
The tribal involvement in this dispute was not geographically limited
to the tribes who intervened in Bonnichsen. The mass relocation of
tribes away from their homelands, the confederation of many aboriginal
tribes and bands into single, federally-recognized modem tribal entities,
and the dearth of historical record for pre-colonization indigenous
activities creates significant barriers for linking ancient remains and
objects to modem tribal groups. The Kennewick Man dispute between
44. Id. enclosure 1, available at http://www.nps.gov/archeology/kennewick/cl4memo.
htm.
45.
46.
47.
48.
49.
50.
51.
52.
53.
54.
55.

Id. enclosure 3, availableat http://www.nps.gov/archeology/kennewick/encl3.htm.
Id. enclosure 4, availableat http://www.nps.gov/archeology/kennewicklencl_4.htm.
Id.
Bonnichsen v. United States, 217 F. Supp. 2d 1116, 1131 (D. Oregon 2002).
Id. at 1137.
25 U.S.C. § 3001(9) (1992).
Bonnichsen, 217 F. Supp. at 1137.
Id. at 1138.
Id.
See Bonnichsen v. United States, 357 F.3d 962 (9th Cir. 2004).
Id.
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researchers and tribes over the definition of "Native American" for
purposes of repatriation of human remains has been elevated to a
concern for tribes throughout the United States. This is reflected in the
actions of the National Congress of American Indians, the largest tribal
organization in the United States.56
Since 2003, the National Congress of American Indians has passed
several resolutions addressing the issues in the Bonnichsen litigation. 57
This signals the importance AI/AN governments place on this issue, and
researcher actions are in the forefront as evidenced by the language of
the resolutions themselves. Resolution #ABQ-03-068 reflects this
growing anxiety stating "[w]hereas, the National Park Service (NPS) is
poised to publish regulations that would elevate science over Native
religious, sovereign and human rights . . ."5 Similarly, Resolution

MOH-04-002 notes a "growing concern that the National Park Service
is hampered in the proper enforcement of NAGPRA because of the
conflicts of interest that arise out of its compliance responsibilities
which are in conflict with its enforcement duties . . . [because]

NAGPRA's goal .. . conflicts with the National Park Service's mandate
to promote archeological research. . ."59 This resolution further states
"the National Park Service . . . has endorsed the scientific studies

performed on our ancestors and has given science a place of higher
authority. . ."60 The frustration by tribal people, illustrated by the
language of the NCAI resolutions, toward science and researchers
confirms that the tension between Native Americans and archeologists
since European contact has not abated.
B. The New Frontier:Medical andHealth Research in Native
American Communities
It could be argued that conflicts between anthropological research
and Native Americans lay on the spiritual level, with little direct effect
56. National Congress of American Indians Website, http://www.ncai.org (last visited
Oct. 24, 2010) [hereinafter NCAI].
57. NCAI Resolution #PHX-03-024, NAGPRA and the Issue of Cultural Affiliation
(2003); NCAI Resolution #ABQ-03-068, The Protection of Native American Ancestors (2003);
NCAI Resolution #MOH-04-002 Resolution Urging the Immediate Separation of All NAGPRA
Implementation Activities from the National Park Services (2004); NCAI Resolution #FTL-04089, Support National Tribal Meeting to Discuss NAGPRA (2004); NCAI Resolution #TUL-05029, Supporting Amending NAGPRA Definition of Native American (2005); NCAI Resolution
#DEN-07-008,
Amending NAGPRA
Definition of 'Native
American'
(2007),
http://www.ncai.org/Resolutions.5.0. html.
58. NCAI Resolution #ABQ-03-068.
59. NCAI Resolution #MOH-04-002.
60. Id.
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on the health of tribal people. Conflicts between tribes and health
researchers, on the other hand, could perpetuate health problems faced
by Native Americans. There is dire need for appropriate health and
medical research in the Native American community, but scientists
wanting to conduct these research projects must be aware of the
potential negative impact of their research on the Native American
population.
1. Native American Health and Research
There are many cases of successful working relationships between
researchers, their institutions, and native communities. 6 ' Recently, a
study by the National Congress of American Indians Policy Research
Institute found more than three thousand articles publishing research
study results from Al/AN communities since the 1950s, 62 and there are
many examples of current, large-scale, successful partnerships between
tribes and researchers. 6 3 Unfortunately, while there are examples of
successful research relationships between native communities,
researchers, and research institutions, there have been controversies that
receive more attention than the successes. There are examples of
research conducted on Native Americans without their knowledge,
disputes between ownership of research data and their publication,
unintended uses against Native American interests by seemingly benign
research, and perceptions of research at cross-purposes with native
community cultural mores. All of these may affect individual Native
American participation and tribal governmental approval of important
research.
61. There are several very exciting, large-scale research endeavors going on among native
communities. A fine example is the Strong Heart Study. This partnership between researchers
and tribal communities is conducting research on hypertension, cardiovascular disease, and
diabetes among thirteen American Indian tribes. To date it has resulted in over one hundred
publications and is being replicated among the Alaska native communities.
62. PUNEET SAHOTA, NAT'L CONG. OF AM. INDIANS POLICY RESEARCH CTR,
RESEARCH REGULATION IN AMERICAN INDIAN/ALASKA NATIVE COMMUNITIES: POLICY AND

PRACTICE CONSIDERATIONS 1 (2007), available at http://depts.washington.edu/ccph/pdf files/

Research%20Regulation%20in%20AI%20AN%20Communities%20-%2Policy/o20and%2OPr
actice.pdf.
63. For example, Montana State University received a $6.5 million grant to develop
partnerships between Native American communities and researchers. MSU Receives $6.5
Million Grantfor Health Research Partnershipswith Montana Tribes, MSU NEWS, Nov. 16,
Native
2007, available at http://www.montana.edu/cpa/news/nwview.php?article=5363.
American Research Centers for Health, a collaboration between Indian Health Service and
National Institute of General Medical Sciences, is responsible for developing partnerships
between Indian tribes and research institutions. Native American Research Centers for Health,
RFA GM-00-007, Aug. 21, 2000, available at http://grants.nih.gov/grants/guide/rfa-files/RFAGM-00-007.html.
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Research is of vital importance in finding working solutions to the
problems continuing to be fought worldwide. Most research projects are
conducted ethically and give no rise to controversy. However, a single
incident of unethical practice can result in research barriers lasting for
decades. The best example is the Tuskegee Syphilis Study.64 This study
commenced in 1932,65 was intended to last six months, but turned into a
forty-year project where African American men with syphilis were not
told of their diagnosis nor treated with effective medications available at
the time. These men were observed by project researchers until they
died to study the progression of the illness.6 6 When an Associated Press
story exposed this study in 1972,7 the study was ended. On July 24,
1973 a lawsuit was filed against the United States and individual federal
officials, State of Alabama officials, and the study directors and staff.68
The lawsuit sought injunctive relief against continuing and future
deprivation of rights by the defendants and 1.8 billion dollars in
damages for the study participants and their estates.6 9 The case was
eventually settled for ten million dollars 70 and in 1974, the National
Research Act71 was signed into law creating the National Commission
for the Protection of Human Subjects of Biomedical and Behavioral
Research.
The present effect of this study discourages African American
participation in health research. Later research found that a large
percentage of African Americans are aware of the Tuskegee syphilis
study,7 2 and their awareness continues to deter African American
participation in health research.7 3 Even more distressing to future
participation by African Americans in research studies targeting the
health disparities they face is the evolution of myth surrounding the
Tuskegee study and commonly mistaken belief by the general public
that the research subjects were actually infected with the disease by
64. FRED D. GRAY, THE TUSKEEGEE SYPHILIS STUDY: AN INSIDER'S ACCOUNT OF THE
SHOCKING MEDICAL EXPERIMENT CONDUCTED BY GOVERNMENT DOCTORS AGAINST
AFRICAN AMERICAN MEN (New South Books 1998).
65. See CENTERS FOR DISEASE CONTROL AND PREVENTION, U.S. Public Health Service
Syphilis Study at Tuskegee, available at http://www.cdc.gov/tuskegee/timeline.htm.

66. Id.
67. GRAY, supra note 64, at 78-79.
68. Id. at 84-85.
69. Id.
70. Id. at 98.
71. Pub. L. No. 93-348, 88 Stat. 342 (1974).
72. Vicki S. Freimuth, African Americans' Views on Research and the Tuskegee Syphilis
Study, 52 SoC. SCI. & MED. 797, 799 (2001)
73. Vickie L. Shavers et al., Knowledge of the Tuskegee Study and Its Impact on the
Willingness to Participatein Medical Research Studies, 92 J. NAT'L MED. ASS'N 563, 567
(2000).
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study staff.74 From the Tuskeegee Study we have learned that one
example of human subject abuse can have a detrimental impact on
minority willingness to participate in research for decades.
2. Four Case Studies of Research Abuses in American Indian and
Alaska Native Communities
While the Tuskegee Syphilis Study may be the most commonly
known example of research abuse of human subjects, AL/AN
communities have their own unfortunate experiences with scientific
research conducted in their communities and with their community
members. Several controversies between researchers and Native
Americans have resulted in suspicion toward researchers, including
research designed to address health disparities among Native
Americans. Government research conducted on Native Americans
during the Cold War has instilled distrust within Native American
communities toward federally-conducted research. Several other health
research projects involving Native American communities have raised
serious concerns regarding the scope of publication of research results
and data ownership and sharing. The following sections will discuss
several case examples to highlight the concerns of the Native American
community toward research and researchers.
a. Case Study 1: Federal Government Research Abuses in the Cold
War Alaska Native Radiation Experiments
The first case study of research exploitation of Native Americans
occurred during the height of U.S. atomic research. During the Cold
War, the United States pushed research in atomic warfare to disturbing
degrees, and it appears that Native Americans were viewed as
convenient research subjects for several experiments of note.
In 1958, a plan dubbed "Project Chariot" sought to use nuclear
explosives to create a new seaport thirty miles from Point Hope, Alaska,
a predominantly Inupiat village.7 5 While the actual use of these nuclear
explosions was derailed, the United States did conduct environmental
experiments to observe the actions of radiation in the environment. The
researchers from the U.S. Geological Survey released a total of 26
millicuries of iodine'3 , strontium, cesium'3 , and mixed fission

74. Susan M. Reverby, More than Fact and Fiction: CulturalMemory and the Tuskegee
Syphilis Study, HASTINGS CTR. REPORT, Sept.-Oct. 2001, at 22, 23.
75.

ADVISORY COMMITTEE ON HuMAN RADIATION EXPERIMENTS, FINAL REPORT OF THE

ADVISORY COMMITTEE ON HUMAN RADIATION EXPERIMENTS 333 (Oxford University Press

1996).
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products into the natural environment near Point Hope.7 6 These were
dispersed on the land and sprayed with water in order to observe their
spread.7 7 Fission material was placed in a pit to observe the effects of
radiation through the ground. Furthermore, radioactive soil from
atomic test sites in Nevada was released in a creek to observe its
spread.7 9
The predominantly Alaska Native residents of this area were not told
of the study and the contaminated soil used in the study was not
removed at the study's conclusion. The experiments were not
discovered until 1992 and the soil was finally removed and transported
to the Nevada Test Site. The Advisory Committee on Human Radiation
Experiments determined that the risk to human health was very small,80
but noted that "[h]ow much comfort are [the local residents] able to take
in reassurances from the government about risks to future generations, a
government that they perceive unjustifiably kept them in the dark?"8 1
The second radiation experiment of note was the U.S. Air Force
Thyroid Function Study. During the Cold War, the U.S. military
believed that any conflict with the Soviet Union would result in Alaska
being one of the main war fronts.8 2 In 1956 and 1957, the U.S. Air
Force began researching thyroid function's role in acclimatization of
human beings to cold with a specific focus on Alaska residents. 83 The
purpose of the study was to investigate whether Alaska Natives
possessed higher metabolisms than the general U.S. population, making
them better able to cope with harsh weather. 84
During the course of this study, they administered a "medical
tracer," the radioisotope Iodine1 3 1, to 102 Alaska Natives from seven
native villages in varying dosage amounts.8 5 To solicit volunteers, the
researchers consulted with village leaders who helped them identify
86
participants. None of the subjects were told they were taking a

76.
77.
78.
79.
80.

Id. at 334.
Id.
Id.
Id.
Id.

81. ADVISORY COMMITTEE ON HUMAN RADIATION EXPERIMENTS, supra note 75, at 334.
82. COMM. ON EVALUATION OF 1950s AIR FORCE HUMAN HEALTH TESTING IN ALASKA
USING RADIOACTIVE IODINE-131 ET AL., THE ARCTIC AEROMEDICAL LABORATORY'S THYROID
FUNCTION STUDY: A RADIOLOGICAL RISK AND ETHICAL ANALYSIS 1 (National Academy Press

1996) [hereinafter NRC Report].
83. Id.
84. See id. at 11, 12.
85. Id. at 1, 15.
86. Id. at 15.
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radioactive substance.8 ' The researchers relied on tribal intermediaries
to obtain subjects and engaged in no written consents with the Alaska
Native participants because, as one of the researchers reported, "[t]here
was ... no question of written consent. As a matter of fact, a number of
our [N]ative subjects could neither read nor write."88 Little explanation
was given to the participants, with a community leader reporting that
the word "radiation" was never used and he was told that the pills
containing the isotopes were "to improve the villagers' health." 89 The
radiation was given to a wide range of people from the ages of 16-90,
including several women who were breast-feeding at the time and
others who may have been pregnant.90 When this research project
surfaced in 1993, Congress mandated the National Research Council
(NRC) to investigate the research program. 9 1 The NRC completed a
report which found that the doses given were not harmful to the
participants. 92 On January 30th, 1996, the National Academies93 issued
a press release entitled "Government Should Acknowledge 'Wrongs
Done' to Subjects in Alaska Thyroid Research." 94 The Report, however,
took a more forgiving view of the study stating "[t]he committee's
position acknowledges the flaws of the AAL thyroid function study
within the context of history, while not placing blame on those who
conducted the activity using what they perceived to be harmless
methods in pursuit of justifiable goals." 95
The discovery of Project Chariot and the thyroid function study by
the Alaska Native community spurred the Alaska Federation of Natives
to create the Alaska Native Science Commission to become actively
involved in research and to ensure research is undertaken with the
involvement and cooperation of the native community.96 It is likely due
to examples such as these, as well as a myriad of other conflicts
between Native Americans and the United States, that studies find
Native American willingness to participate in research significantly falls
when that research is perceived to be conducted by the federal
87. Id. at 5.
88. NRC Report, supra note 82, at 15.
89. Id. at 16.
90. Id. at 14.
91. Id. at 1.
92. Id. at 5.
93. The National Academy of Sciences, the National Academy of Engineering, and the
Institute of Medicine.
94. Press Release, The Nat'l Academies, Gov't Should Acknowledge 'Wrongs Done' to
Subjects in Alaska Thyroid Research (Jan. 30, 1996), available at http://www8.national
academies.org/onpinews/newsitem.aspx?RecordlD=5106.
95. NRC Report, supra note 82, at 7.
96. Steven E. Aufrect, Missing: Native American Governance in American Public
AdministrationLiterature,29 AM. REV. PUB. ADMIN. 370, 383 (1999).

JOURNAL OF TECHNOLOGY LAW & POLICY

232

[Vol. 15

government.9 7 This is problematic when the United States provides
billions of dollars in health research funding every year through NIH, 98
and is heavily involved in providing healthcare to Native Americans
through the Indian Health Service, 99 a division of the U.S. Department
of Health and Human Services. 00
b. Case Study 2: Native American Concerns with Community
Stigmatization and the University of Pennsylvania's Alaska Native
Alcohol Study
A longstanding area for dispute between researchers and indigenous
communities involves the tension between community ownership of
data and academic freedom to publish and publicize results. This
tension is illustrated in a case study involving alcohol use among a
group of Native Alaskans.
Following exploitation of oil resources in which this North Village
had interests, the average annual household income in this community
increased from approximately $2,000 in the early 1970s, to an average
of $75,000 by the end of that decade.' 0 ' This community, as most native
communities,102 struggled with alcohol and with the large influx of
money into the village, alcohol use increased. 0 3 A non-Indian minister
who had worked in an Inupiat village for many years, formed a
consulting firm and secured funding from the village administration to
evaluate the administration's alcohol program, that included a civil
detention of individuals who put themselves at risk with alcohol use. 10 4
In 1979, the consulting firm contracted with the Center for Research on
the Acts of Man out of the University of Pennsylvania to conduct this
evaluation. 0 5
After the Center for Research on the Acts of Man finished their draft
of the study results, it became apparent that the community had
difficulty with the study methods and feared the results would
97. See Richard C. Rockwell & Ronald P. Abeles, Sharing and Archiving Data is
Fundamentalto Scientific Progress,J. GERONTOL. B. PSYCHOL. SCI. Soc. SCI. S5-8 (1998).
98. NIH Website, http://www.nih.gov (last visited Sept. 14, 2010).
99. Indian Health Service Website, http://www.ihs.gov (last visited Sept. 14, 2010).
100. U.S. Department of Health and Human Services Website, http://www.hhs.gov (last
visited Sept. 14, 2010).
101. SAMUEL Z. KLAUSNER
POLITICS, AND ALCOHOL 2 (1982).

& EDWARD F. FOULKS, ESKIMO CAPITALISTS: OIL,

102. See William J. Szlemko et al., Native Americans and Alcohol: Past, Present, and
Future, 133 J.GEN. PSYCHOL. 435, 436 (2006).
103.

KLAUSNER& FOULKS, supra note 101.

104. Id. at 297-98.
105. Edward F. Foulks, Misalliances in the Barrow Alcohol Study, 2 Am. Indian Alsk.
Native Ment. Health Res. 7-17 (1989).

RESEARCH IN NATIVE AMERICAN COMMUNITIES IN THE GENETICS AGE

2010)

233

stigmatize the community.' 06 Notwithstanding the concerns of the
community, the researchers gave an interview with a columnist from a
newspaper in Pennsylvania resulting in a column the University of
Pennsylvania researchers later claimed was inaccurate.o 7 The
researchers then convened a press conference at the University of
Pennsylvania's New York offices where they presented their results in
graphic ways, including findings such as the number of gallons of
alcohol the average member of the community consumed annually.'0 8
Following the press conference, prominent newspapers began to write
stories about this community. The New York Times published an article
entitled "Alcohol Plagues Eskimos" 09 implicating the researchers stated
the Native community was "practically committing suicide" and that
"[t]his is not a collection of individual alcoholics, but a society which is
alcoholic, and therefore facing extinction."" More stories were
published in the DallasEvening News, Honolulu Star Bulletin, Modesto
CaliforniaBee, Houston Chronicle,Anchorage News, Richmond TimesDispatch, Manchester Connecticut Journal Inquirer, and the Seattle
Times. 11
Village officials submitted a press release criticizing the study and
its findings.11 2 This news release was picked up by the New York Times
in an article titled "Eskimos Irate Over Alcoholism Study."' 1 3 The
article noted that the Mayor of the village had dismissed the director of
Public Safety who had commissioned the study.
One lesson from this case example is the potential for conflict
between researcher and respondent expectations regarding the use of
data. The Inupiat community believed that the release of this data to the
public through press conferences and personal interviews bi the
researchers was inappropriate and resulted in community harms.1 4 The
researchers acknowledged the conflict, but argued that the release of
data about the community as a whole, versus the release of data as
individual respondents, is distinguishable. 5 They argue that
community members "tacitly give consent to public record by
purchasing alcohol .. ."116
This distinction between community harms and individual harms is a
106.

See KLAUSNER & FOULKS, supra note 101, at 300-02.

107.
108.
109.
110.
111.
112.

Id. at 306.
Id. at 306-07.
Dava Sobel, Alcohol PlaguesEskimos, N.Y. TIMES, Jan 22, 1980, at Cl.
Id.
KLAUSNER & FOULKS, supra note 101, at 308.
See Eskimos Irate Over Alcoholism Study, N.Y. TIMES, Jan. 29, 1980, at C5.

113. Id.

114. KLAUSNER & FOULKS, supra note 101, at 307.
115. Id. at 312.
116. Id.
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part of the tension between researchers and AI/AN communities. Native
communities, in order to survive, have placed a strong emphasis on
placing the community above individuals. 1 "The prevailing American
emphasis on individual rights as limitations on governmental powers
ends, in many respects, at reservation boundaries." i This general tribal
philosophy of community needs having a higher priority over individual
rights does not mesh well with the converse research community
philosophy centering on the individual participant's right rather than the
rights of their community. This is highlighted in conflicts between
researchers and Native American governments over the use genetic
samples given to researchers by individual tribal members without the
involvement of the tribal government in the planning of their future
ownership and use.
c. Case Study 3: Native American Concerns with Data Sharing: The
Nuu-Chah-Nulth Blood Sample Controversy
Native American governments and researchers often have different
views on who controls data collected from tribal communities and
members, including when data collected for a specific purpose are later
shared by the researcher for other purposes other than the study
intended. Secondary data analysis'" 9 is a complex issue that indigenous
communities must face given the U.S. stance on data sharing.
A case study related to data sharing for secondary data analysis
involves the use of blood samples taken from members of the NuuChah-Nulth First Nation of British Columbia, Canada.12o In the early
1980s, tribal members gave samples to a researcher from the University
of British Columbia to study rheumatoid arthritis, an ailment common
to their aboriginal community.121 The researcher was a well known
geneticist whose research included the study of associations between
race and genetic disease 22 and population genetics.123 Research on
117. Erik M. Jensen, American Indian Tribes and Secession, 29 TULSA L.J. 385, 388
(1993).
118. Id.
119. Secondary data analysis is the use of a dataset collected for a specific research project
to study issues not examined by the primary project, or for combination with other datasets to
look at issues among a larger sample.
120. Donald J. Willison, Trends in Collection, Use andDisclosureofPersonalInformation
in Contemporary Health Research: Challengesfor Research Governance, 13 HEALTH L. REv.
107, 110 (2005).
12 1. Id
122. Richard S. Cooper et al., Race and Genomics, 348 NEw ENG. J. MED. 1166-70 (2003);
see Richard Hugh Ward, Genetic Epidemiology: Promise or Compromise?, 27 Soc. BoL. 87100 (1980).
123. Richard H. Ward, The Genetic Structure of a Tribal Population, the Yanomama
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rheumatoid arthritis was conducted and findings were published.124
When the researcher moved from the University of British Columbia to
the University of Utah, and then to Oxford University, he took the
samples with him, used them himself, and loaned them to other
investigators for types of research not covered by the informed consent
agreements signed by the Nuu-Chah-Nulth informants.125
When the Nuu-Chah-Nulth discovered that research was continuing
with their members' blood samples, they demanded that the tissue
samples be returned to the community.126 The result had a deleterious
effect on research in that community, with the chairman of the NuuChah-Nulth Research Ethics Committee stating that "[h]opefully the
day will come when we can put it all behind us, but we've unfortunately
learned a lot about the dark side of scientific research. Our eyes are
wide open now."127 The researcher later expressed understanding at
indigenous communities' concerns and stated his wish to return tissue
samples he had collected.1 28
While the Nuu-Chah-Nulth were angry at what the researcher had
done, the fact was that the practice of keeping samples obtained through
consents given for a specific study purpose and reusing and sharing with
other researchers was considered standard practice at the time in
Canada. 129 Canada revised its policy and required consent by the
respondents for any future use of data containing individual
identification.130 The new rules had an exemption for this requirement if
the researcher could show that the research could be achieved without
the personal information or if it is impracticable to obtain consent and
adequate safeguards are in place to protect the information, and the
Research Ethics Board has weighed the public interest in research
against the public interest in protecting individual's privacy.' 31 Again, it
is important to note that the protection is viewed on an individual basis,
much like the researchers in the University of Pennsylvania example
above stated.
Indians, V. Comparisons of a Series of Genetic Networks, 36 ANNALS. HUM. GENETICS 21-43

(1972).
124. See Christopher Atkins, et al., Rheumatic Disease in the Nuu-Chah-Nulth Indians of
the Pacific Northwest, 15 J. RHEUMATOLOGY 684-90 (1988).

125. Willison, supra note 120, at 110.
126. Rex Dalton, Tribe Blasts 'Exploitation' of Blood Samples, 420 NATURE 11l, 111
(2002).
127. David Wiwchar, Nuu-chah-nulth Blood Returns to West Coast, HA-SHILTH-SA, Dec.
16, 2004, at 4.
128. Kenneth M. Weiss, Obituary: Richard H. Ward, Ph.D. (June 7, 1943-Feb. 14,
2003): Wild Ride ofthe Valkyries, 72 AM. J. HUM. GENETICS 1079, 1081 (2003).
129. See Willison, supra note 120.
130. Id. at 110.
131.

Id.at 111.
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d. Case Study 4: The Perfect Storm: The Havasupai Tissue
Sample Controversy
The final case example of disputes between researchers and U.S.
indigenous communities over the use of data is the ongoing litigation
between the Havasupai Tribe and Arizona State University (ASU). 32
In 1989, an anthropology professor who had worked with the
Havasupai Tribe since 1963 was asked by a tribal member to look into
why the Tribe had such a high rate of diabetes.133 Thinking the high rate
of disease might be due to genetic susceptibility, the anthropologist
contacted a geneticist at ASU to see if she was interested in
collaborating on a study of what he thought was an extremely high rate
of diabetes. 34 The Havasupai Tribe assert that the researchers
approached the tribal council and presented a plan for a diabetes study,
but did not mention any additional research inquiries using data
collected in the diabetes study.13 5 With permission of the Tribal
Council, the research commenced and blood samples were taken from
approximately 200 tribal members.' 3 6 The research on diabetes proved
fruitless and ended; however, the samples were retained by the
University and subsequently used for other research studies."' When
the Anthropology professor who had initiated the original research
learned of this, he ex ressed his concerns to the University and reported
back to the Tribe.13 After the Tribe threatened to sue, the University
agreed to an independent investigation which discovered that a half
dozen scholarly papers were published looking at academic questions
such as presence of schizophrenia in the Havasupai,1 39 in-breeding
prevalence among tribal members,140 and population migration
genetics, 141 the results of which contradicted the Havasupai's traditions
surrounding their creation story.142
In 2004, a lawsuit was filed in Arizona Superior Court which was
soon removed to Federal District Court. The first suit was filed by the

132. Havasupai Tribe v. Ariz. Bd. of Regents, 204 P. 3d 1063 (Ariz. App. Div. 1, 2008).
133. Id. at 1066.
134. Id.
135. Id. at 1067-68.
136. Id. at 1067.
137. Id.
138. Havasupai Tribe, 204 P. 3d at 1067.
139. Dalton, supra note 126, at 111.
140. See Therese A. Markow & John F. Martin, Inbreeding and Developmental Stability in
a Small Human Population,20 ANNALS OF HuM. BIoLOGY 389-94 (1993).
141. Therese Markow et al., HLA Polymorphism in the Havasupai:Evidencefor Balancing
Selection, 53 AM. J. HuM. GENEnIcs 943-52 (1993).
142. Havasupai Tribe, 204 P.3d at 1067.
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individual study participants 43 against the ASU Board of Regents, the
ASU Institutional Review Board, the ASU Committee on Ethics and
Commitment (ABOR),'" and several researchers. A companion suit
was filed by the Havasupai Tribe in its capacity of parenspatrie for its
tribal members not party to the individual study participants' case.14 5
The Tilousi complaint in the federal court case listed six causes of
action: (1) breach of fiduciary duty and lack of informed consent; (2)
fraud and misrepresentation and fraudulent concealment against
individual researcher defendants;14 6 (3) negligent infliction of emotional
distress against all defendants, and intentional infliction of emotional
distress against the individual researchers; (4) conversion against the
individual researchers; (5) violation of civil rights against the individual
researchers; and (6) neiligence, gross negligence, and negligence per se
against all defendants.' 7
The Havasupai Tribe complaint re-alleged these same claims and
added two more claims: (7) unreasonable disclosure of private facts and
(8) intrusion on seclusion and solitude.148
In response to the complaint, the defendants moved to dismiss all
claims in both cases against the researchers and ABOR.149 The
defendants moved to dismiss the Havasupai Tribe's lawsuit under
Federal Rule of Civil Procedure 12(b)(6), alleging that the Havasupai
Tribe lacked the ability to sue on behalf of tribal members who gave
blood samples but were not named in the Tilousi lawsuit.' 5 0 The motion
notes that the Tribe alleged emotional and reputational harm to its
members from sharing of data between laboratories and universities,
resulting in papers both contradicting the traditions of the Tribe and
stigmatizing its members.' 5 ' The defendants' motion to dismiss noted
that the bulk of the Tribe's claims mirror those of the individual claims
in Tilousi v. ASU.152 The crux of the Defendant's motion rested on the
143. Tilousi v. Ariz. St. Univ., Rd. of Regents, No. Civ-04-1290-PHX-FJM, 2005 WL
6199562, at *1 (D. Ariz. Mar. 3, 2005).
144. Id. The Court abbreviated these three divisions of Arizona State University as
"ABOR." Id.
145. The Havasupai Tribe of the Havasupai Reservation v. Ariz. Bd. of Regents, 204 P. 3d
1063, 1070 (Ariz. Ct. App. 2008).
146. This count was not alleged against the University.
147. Tilousi v. Ariz. St. Univ., Bd. of Regents, No. Civ-04-1290-PHX-FJM, 2005 WL
6199562, at *1 (D. Ariz. Mar. 3, 2005).
148. Id. at *5-6.
149. Id. at*1.
150. Defendants' Motion to Dismiss the Havasupai Tribe's "Second Amended Complaint,"
Havasupai Tribe v. Az. St. Univ. Bd. of Regents, 2006 WL 4642924 (Ariz. Mar. 13, 2006) (No.
CV2005-013190).
151. Id.
152. Id.
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community/individual harm distinction. As the Defendants' stated in
their motion to dismiss, "the Tribe was not a blood donor and thus could
not possibly have a claim for breach of duties owed to research
subjects."15
In ruling on the Defendants' motions, the federal court looked to the
Restatement of Tortsl 54 and found that the action of taking of blood
from the plaintiffs was not outside the scope of the consents. The
Federal District Court cited the Restatement:
The rule stated in § 892B, that a consent to a contact the
particular character of which the other is fully aware, is not made
ineffective by reason of the fraudulent misrepresentations which
induce the other to give consent, is of peculiar importance in
determine the existence of liability for a merely offensive contact
. . . [T]he consent, though fraudulently procured, prevents the
infliction of the contact from being itself a wrong and as such
actionable.s5 5
The Court thus looking through the narrow window of the consents
given to the study participants and the subsequent tissue collection,
found that the plaintiffs consented to having their blood drawn and were
fully aware of the character of the contact, "even if defendants did make
fraudulent representations to induce that consent." 156
The Court's examination of the plaintiffs' second claim of fraud and
misrepresentation and fraudulent concealment was through the window
of civil procedure.157 The Court, citing rule 9(b) of the Federal Rules of
Civil Procedure, found that all averments of fraud and misrepresentation
must "be stated with particularity."' 5 8 The Court dismissed Count 2
against the researcher who originally conceived of the diabetes study
finding that the Plaintiffs did not allege he made any statements at all
about the study being limited to diabetes.159 As to the remaining
researcher defendants, the Court found that the allegations of false and
misleading representations and fraud, while referencing alleged
statements, did not cite any specifics about when, where and exactly
The Court found this allegation also
what the statements were.
improperly vague under Rule 9(b) and the remainder of Count 2 was
153. Id.
154. RESTATEMENT (SECOND) OF TORTS

155.
156.
157.
158.
159.
160.

Id. cmt. f.
Tilousi, 2005 WL 6199562 at *2.
Id. at *3.
Id.
Id.
Id.

§ 892A

(2)(b) (1979).

RESEARCH IN NATIVE AMERICAN COMMUNITIES IN THE GENETICS AGE

2010]

239

dismissed. 161
The Court found that Count 3, negligent and intentional infliction of
emotional distress, was properly pleaded and denied the Defendants'
motions to dismiss.162
Count Four, conversion against the individual researchers, again fell
to the civil rules.163 The Court found that any claim must "allege the
who, what, when, where, and how of the alleged misconduct.", 4 The
Court found that the Complaint did not allege such specific facts and
dismissed this count.' 6 5
Count Five, violation of civil rights by the individual researchers,
The Court, noting that the
was moved to be dismissed by ABOR.
allegations were not against ABOR and the individual defendants had
made no motion, denied the motion to dismiss.' 6 7
The Court dismissed, in Count Six, the claims for negligence per
se.168 The Court found that the Plaintiffs did not allege any laws which
the Defendants had violated or any other grounds to sustain a per se
claim.16 9 The Court did not dismiss the claims for negligence and gross
negligence, stating that the Plaintiffs had alleged sufficient facts to
support these claims. 170
Count Seven of the Havasupai Tribe's complaint asserted that the
defendants unreasonably disclosed private facts by transferring the
blood samples from "laboratory to laboratory and university to
university" ' and by doing so, violated the plaintiffs' privacy interest in
the samples.17 2 The defendants countered that the tissue samples did not
constitute "private facts" and dissemination of these samples for
legitimate attempts to advance medical and scientific knowledge would
not be highly offensive to a reasonable person. 173 The Court dismissed
this claim, stating that the tissue samples were knowingly donated and
thus were not "private facts."1 74
The claim in Count VIII that the defendants intruded on the

161.
162.
163.
164.
165.
166.
167.
168.
169.
170.
171.
172.
173.
174.

Id.
Id. at *4.
Id. at *5.
Id.
Id.
Id.
Id.
Id
Id.
Id.
Id.
Id.
Id.
Id.
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plaintiffs' seclusion and solitude was quickly dismissed by the Court."'
The Court noted that a successful claim must allege "(1) an intentional
intrusion into a private place, conversation, or matter (2) in a manner
highly offensive to a reasonable person. 176 As in the dismissal of the
previous count, the Court noted that because the samples were
voluntarily given, the plaintiffs had failed to state a claim that the
defendants intruded into a private matter in a highly offensive
manner. 77
Following the District Court's dismissal of the federal claims but
granting leave to amend to allege claims for breach of fiduciary duty,
fraud, negligence, and trespass, 78 the plaintiffs voluntarily dismissed
their federal actions and re-filed their cases in Arizona Superior Court
for the County of Maricopa. 179 The Defendants moved for summary
judgment alleging that the plaintiffs failed to comply with Arizona
Superior Court rules requiring plaintiffs to provide defendants with a
notice of their claim with "facts sufficient to permit the public entity ...
to understand the basis upon which liability is claimed" and to "contain
a specific amount for which the claim can be settled and the facts
supporting that amount."180 The Superior Court found that the
Havasupai Plaintiffs had failed to comply with that second notice
requirement and granted summary judgment to the Defendants and
barred them from filing claims against ABOR or the individual
defendants. 18'
The Plaintiffs appealed the Superior Court decision granting
Defendants' summary judgment motion and the Arizona Court of
Appeals reviewed the decision of the Superior Court.' 82 The Court of
Appeals found that the notice letters provided to the Defendants by the
Plaintiffs in 2004 at the commencement of the case prior to removal to
federal court met the standards for notice required by A.R.S. § 12821.01.1" The Court of Appeals reversed the84 decision of the Superior
Court and remanded for further proceedings.1
175. Id. at *6.
176. Id. (citing Med. Lab. Mgmt. Consultants v. Am. Broad. Co., Inc., 306 F.3d 806, 812
(9th Cir. 2002)).
177. Id.
178. Id. at *7.
179. Ruling Re Abor's and Markow's Motions for Summary Judgment Against the Tribe
and the Tribe's Motion for Leave to File a Third Amended Complaint, Havasupai Tribe v. Az.
St. Univ. Bd. of Regents, 2007 WL 1891490 (Ariz. Apr. 30, 2007).
180. Id.
181. Id. at *2.
182. Havasupai Tribe v. Ariz. Bd. of Regents, 204 P.3d 1063, 1066 (Ariz. App. Div. 1,
2008).
183. Id. at 1075.
184. Id. at 1081.
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After the Arizona Court of Appeals resurrected the Havasupai case,
the parties began to negotiate a settlement of the dispute and in April,
2010, it was announced that an agreement had been reached.185 While
this settlement heralds the end of one of the most notorious disputes
between an Indigenous community and a research institution, many of
the issues raised in the lawsuit remain undecided.
As with the Kennewick Man controversy, the Havasupai litigation
with Arizona State University is raising the issue of research standards
among Native American communities to the forefront of national tribal
policy. During the litigation, the National Congress of American Indians
(NCAI)186 put the issue of research ethics among AI/AN on the national
agenda and has passed two resolutions decrying the actions of Arizona
State researchers and supporting the litigation.' 8 7 More striking is
NCAI's initiatives to influence the standards for research in tribal
communities.
Following the commencement of Havasupai v. ABOR, the NCAI
passed a resolution supportinf tribal ownership and control of data
collected in their communities. 8 This Resolution states that "American
Indian Tribes have the right to self-determination, and in exercising that
right must be recognized as the exclusive owner of indigenous
knowledge, cultural and biogenetic resources and intellectual property
.. . ."189 This statement confirms this as the generally-accepted tribal

position that ownership of data is a component of the sovereignty of
these communities. The resolution further asserts that these properties
"have been, and continue to be, damaged, destroyed, stolen, and
misappropriated, as Tribal members have been the subjects of research
for decades, with virtuall no benefits returning back to the community
from the research . .. ."

0

The Resolution calls for the use of Indian

Health Service Institutional Review Boards to oversee research in tribal
communities, rather than relying solely on the IRB from a researcher's
institution; it also calls for tribal governments to "[e]stablish . . . a

statutory basis to review and govern any research, collection, database,
185. Tribal Genes and a FairSettlement, N.Y. TIMES, Apr. 27, 2010.
186. NCAI, supra note 56.
187. See National Congress of American Indians (NCAI) Resolution #SAC-06-019,
Supporting the Havasupai Indian Tribe in their Claim Against the Arizona Board of Regents
Regarding the Unauthorized Use of Blood Samples and Research (2006), http://www.ncai.org/
ncai/resolutions/doc/SAC-06-019.pdf; National Congress of American Indians (NCAI)
Resolution #PHX-08-062, Reaffirmation of Support for the Havasupai Tribe in its Lawsuit
Against the Arizona Board of Regents (2008).
188. National Congress of American Indians (NCAI) Resolution #TUL-05-059, Tribal
Ownership of Health Data (2005), http://www.ncai.org/ncai/data/resolution/annual2005/TUL05-059.pdf.
189. Id.
190. Id.
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or publication undertaken on their Reservations," and for tribes to
maintain possession of data collected in their communities.'91 To
facilitate the elements of this Resolution, the NCAI has created the
Policy Research Center seeking to influence all research among AL/AN
Communities.19 2 This Center has developed resources to educate tribal
government officials about human subjects protection, 193 tribal codes
regulating research,194 and a guide for tribal review of research
proposals.1 95 It is likely that the creation of this Center as part of the
largest AI/AN organization in the United States will keep the issue of
data control and research ethics on the front burner of tribal concerns.
These case studies of research controversy among Native American
Tribes are certainly not comprehensive. They do, however, provide a
glimpse into why researchers from academic institutions and
governments are looked upon, at best, with trepidation, and at worst,
hostility. This history makes research into important health issues in
AL/AN communities more difficult to achieve at a time when the need
for health research is glaringly obvious.
C. American Indian andAlaska Native Health Disparitiesand the
Needfor Research
AI/AN communities understand the dual side of research. On one
hand, there are concerning examples of community harm resulting from
well-intended research. On the other hand, research is critical to address
the ills that plainly plague U.S. indigenous communities. Many serious
diseases and other health issues are occurring at rates higher among
AL/AN groups than any other racial or ethnic category. American
Indians have higher prevalence and incidence of stroke, including a
higher rate of death at first stroke incidence, when compared to U.S.
Whites and African-Americans.1 96 Mortality rates of tuberculosis are
6.3 times higher in AL/AN communities than any other racial categories,
chronic liver disease and cirrhosis are 4.9 times greater, and diabetes
rates are 3.5 times greater than national averages.1 97 AL/AN
191. Id.
192. See NCAI POLICY RESEARCH CENTER, http://www.ncaiprc.org.

193. Puneet C. Sahota, Research Regulation in American Indian/Alaska Native
Communities:Policy and Practice Considerations,NCAI POLICY RESEARCH CENTER 2-4

(2007), available at http://depts.washington.edu/ccph/pdf files/Research%20Regulation%20in
%20AI%20AN%20Communities%20-%20Policy/o20and%20Practice.pdf.
194. Id. at 6-8.
195. Id. at 8-20.
196. Ying Zhang et al., Incidence and Risk Factorsfor Stroke in American Indians: The
Strong Heart Study, 118 CIRCuLATION 1577, 1582 (2008).
197.

INDIAN HEALTH SERVICE, DEPT. OF HEALTH & HUM. SERV.,

TRENDS IN INDIAN

HEALTH (2002-2003), http://www.ihs.gov/nonmedicalprograms/ihs-stats/index.cfn?module=hq
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communities also lead all other racial categories in infant mortality,
suicide, and homicide rates.'9 8 Many scientists believe that genetic
research will usher in new testing opportunities and treatment strategies
for a variety of diseases, including the diseases that plague indigenous
communities. The health and research benefits of pharmacogenetics,
genetic screening, genetic studies of disease biology and other areas of
scientific pursuits are yet to be fully understood, but their potential
benefits are great. Advancements in these areas of science can
particularly benefit native communities that have been coping with
higher incidences of many disorders that are influenced by genetics,
including common diseases such as diabetes, heart disease and cancer.
However, health research forays into native communities have, despite
their good intentions, caused significant controversy and litigation.
Continued disputes over the collection and analysis of data, and their
publication, chill important research on persistent health disparities
endured by AI/AN communities. Unfortunately, current initiatives by
the federal government and NIH will only exacerbate these conflicts.

III. FEDERAL DATA

SHARING LAW AND IMPLEMENTING POLICIES

The coin of the academic realm is data. Analysis of data and
publication of unique significant results in scholarly journals of high
impact are the keys to success for both students and faculty in higher
education institutions. Publication requirements of the faculty in most
major universities fuel salary increases, advancement to higher
academic ranks, grants of tenure, and access to research funding.
Access, collection, and analysis of data are also the sum and substance
of dissertations, thesis and other documents whose completion is the
key to receipt of various academic degrees.
Selection for publication by these academic journals and defending
dissertations for successful completion of academic degrees are both
directly tied to the quality and quantity of data available to analyze and,
hopefully, discover findings of significance. This makes data a
commodity, often jealously hoarded by those who collect it.
Researchers often are known for hoarding datasets, using them for
publication after publication, and limiting their sharing to their favored
students and colleagues.
One significant bar to sharing data collected from human subjects is
protection of confidentiality of the research participants. Often datasets
have information which cannot be shared without removal of
identifying information, such as names, addresses, or other demographic
PubTrends03.
198. Id.
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information which, when combined, could serve to identify the study
participant. Sharing of these datasets would require significant work to
delete the identifying information without rendering the dataset
unusable. This financial and time cost of preparing research data for
sharing are of concern to many researchers. In a survey given to over
1200 geneticists, 12% admitted to withholding data requested of them in
the three years prior to the survey. Of that subset, 80% stated that the
effort involved was the main reason for their decision to withhold.' 99
Effort is not an unreasonable concern as most datasets are not created
and stored with data sharing in mind200 and the preparation of data for
sharing, particularly when compliance with RB requirements is a
factor, is a significant burden for researchers.
Another concern of researchers is the protection of their interests as
the primary collectors of research data. One problem researchers see
with data sharing is the ability of secondary data "parasites" to obtain
personal advancement without having to successfully compete for
funding or make the sizable effort required to collect original data. 20 1 In
the survey noted above, of those researchers who denied requests to
share data, 64% cited the protection of the ability of students and junior
faculty to publish and 53% cited their own ability to publish as one of
the reasons that they withheld requested data. 20 This disincentive to
share, created by the system of competitive advancement in academic
circles, is clearly a concern of the research community.
Finally, fears of data misinterpretation and its reflection on the
investigator and study subjects are a concern. Once the data are shared,
the investigator, who collected the data solely in the context of a
specific vision and study plan, loses control of that data, their
interpretation and biases that may be incorporated in the new analysis.
This lack of control is noted as a concern of researchers, although less
so than the cost of sharing and proprietary value of the data

themselves. 203
A data sharing policy may affect the ability of researchers to recruit
study participants. Willingness to participate in research is heavily
affected by concerns of confidentiality of data provided to the
researcher, 04 and informed consents addressing the sharing of the data
199. Eric G. Campbell et al., Data Withholding in Academic Genetics: Evidence From a
NationalSurvey, 287 J. AM. MED. Ass'N 473, 473 (2002).
200. Rockwell & Abeles, supranote 97, at S5-S6.
201. Id. at S7.
202. Campbell et al., supra note 199, at 473.
203. Rockwell & Abeles, supranote 97, at S6.
204. Tim D. Noe et. al., In Their Own Voices: American Indian Decisions to Participatein
Health Research, in THE HANDBOOK

OF ETHICAL RESEARCH

WITH

ETHNOCULTURAL

POPULATIONS & COMMUNITIES 77, 86 (Joseph E. Trimble & Celia B. Fisher eds. 2006)
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collected to other unknown researchers may be a concern to potential
research participants.
Tribal concerns regarding use of data from tribal sources and
academic researcher concerns with academic freedom to unfettered
publication of results based on their data collection have recently
confronted another entity's concern. The federal government, to
promote efficiency and transparency, has mandated sharing of data
collected from federal funding.
A. FederalData SharingLaw: The "Shelby-Amendment"
The federal government awards billions of dollars in grants and
contracts for research on everything from medicine to weapons. In
2010, NIH received approximately 41.4 billion dollars in funding, 205
four-fifths of which fund projects at over 3000 institutions in the United
States and internationally.
A large percentage of this funding is made to higher education
institutions, hospitals, and nonprofit organizations who engage in health
research. OMB Circular A- 110 provides administrative requirements of
grants made by the federal governments to these organizations, and to
sub-awards from states to these covered organizations, using federal
money. 207
Given the enormous number of research projects funded by the
federal Government, with over 75% being granted extramurally,2 8 the
data collected from these grants is seldom required to be turned over to
the granting agency. 209 The data usually would be held by the principal
investigator and shared as he or she saw fit.
Researcher control of federally-funded data became a political issue
in 1997 when the Environmental Protection Agency (EPA) issued
regulations under the Clean Air Act setting stricter standards for small
205. U.S. Departmentof Health and Human Services, National Institutes of Health, Fiscal
Year 2011 Budget Request, House Subcommittee on Labor, 11Ith Cong. 1 (2010) (statement of
Francis S. Collins, Director, National Institutes of Health), available at http://www.nih.gov/
about/director/budgetrequest/fy20 11 testimony.pdf.
206. NIH in the 21st Century: The Director'sPerspective,House Subcommittee on Health,
Committee on Energy and Commerce, 111th Cong. (2010) (statement of Francis S. Collins,
Director, National Institutes of Health), available at http://www.hhs.gov/asl/testify/2010/06/
t20100615e.html.
207. Uniform Administrative Requirements for Grants and Agreements with Institutions of
Higher Education, Hospitals, and other Non-Profit Organizations (OMB Circular A-i 10), 2
C.F.R. § 215.0 (2010).
208. Richard Shelby, Accountability and Transparency:PublicAccess to Federally Funded
Research Data, 37 HARv. J. ON LEGIs. 369, 370 (2000).
209. Gregg Kunzi, Commentary, Revised OMB Circular-A110 Opens Federally-Funded
Research to the Public, 141 EDUC. L. REP. 17, 18 (2000).
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airborne particulates, based primarily on a federally-funded research
study out of Harvard University. 2 10 Industry groups affected by this
rulemaking demanded that the EPA furnish them with the data held by
Harvard. 2 Harvard did not release the data to the EPA, and instead
released it to an independent research institute for reanalysis.212
This incident and prior failed attempts to get court-ordered access to
data generated with federal funding spurred Alabama Senator Richard
Shelby to add a rider to the Treasury, General Government, and Civil
section of Fiscal Year (FY) 1999's Omnibus Appropriations Bill.2 13 This
amendment, now commonly known as the Shelby Amendment, requires
that:
the Director of [the Office of Management and Budget] amends
. . . OMB circular A- 110 to require Federal awarding agencies to

ensure that all data produced under an award will be made
available to the public through the procedures established under
the Freedom of Information Act.2 14
Following the passage of the Shelby Amendment, the federal
government began implementing its mandate, starting with the Office of
Management and Budget's (OMB) specific mandate from the
legislature. In attempting to balance the flow of data with promoting
advancement of science, OMB attempted to balance the spirit of the
Shelby Amendment to give the federal government some freedom in
using data produced using federal funds, while at the same time limiting
the scope and application of the Shelby Amendment.
Following this legislation's passage, OMB filed a proposed revision
in the federal register asserting that when federally-funded research is
used by the federal government to establish regulations, the federal
government has the right to: "obtain, reproduce, publish, or otherwise
use the data first produced under an award, and . . . authorize others to

receive, reroduce, publish, or otherwise use such data for Federal
purposes. s This proposed implementation of the Shelby Amendment
generated over 9,000 comments, with approximately 55% being
favorable, predominantly from the business community and the lay
public.2 16 The academic scientific community strongly opposed the
210.
211.
212.
213.
214.
105-277,
215.

Id.
Id.
Id.
H.R. 4328, 105th Cong. (1998) (enacted).
Omnibus Consolidated and Emergency Supplemental Appropriations Act, Pub. L. No.
112 Stat. 2681, 2681-494 (1998) [hereinafter Pub. L. No. 105-277].
64 Fed. Reg. 5684, 5684 (Feb. 4, 1999).

216. AM. Assoc. ADVANCEMENT Sci., AAAS POLICY BRIEF: ACCESS TO DATA (2005),

http://www.aaas.org/spp/cstc/briefs/accesstodatalindex.shtml#2.
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regulation arguing that it was vague, allowed interested parties to
interfere with research contrary to their positions, may have unintended
effects on intellectual property rights, may discourage study
participation for fear of breaches of confidentiality, and would be
costly.
These concerns reflect one of the practical problems of the Shelby
Amendment, namely its conflicts with other applicable laws such as the
Health Insurance Portability and Accountability Act of 1996218 as well
as Department of Health and Human Services regulations protecting
individual health information.219 The HIPAA and the Department of
Health and Human Services regulations are comprehensive regulatory
schemes which were passed with much more deliberation than Senator
Shelby's rider shoehorned into a budget bill. The Shelby Amendment's
requirement for release under the Freedom of Information Act220 in
broad ways would be complicated by the complex system protecting
disclosure of individual health information, often contained in health
research.
In response to these concerns, OMB issued a revision and a final
revision to the regulation. 22 1 It addressed the vagueness concern by
defining "Research Data" as being limited to recorded materials and
exempted preliminary analyses, trade secrets, copyrighted or patented
materials, and drafts of scientific papers.22 2 The term "published" was
redefined as material published in a peer-reviewed journal or cited by a
federal agency. 223 The scope of the regulation was limited to citations
that: 1. supported the promulgation of federal regulations, or 2.
addressed concerns of business and other interest groups for
transparency in setting regulations with consequences to standard
business practices.2 2 4
While OMB implementation of the Shelby Amendment limited itself
to the concerns underlying its passage, this impetus for open access to
data collected with taxpayer dollars started a general movement in NIH
toward increased data sharing. With pressures to maximize tax dollars
and the increased research that can be accomplished with robust data
217. Id.
218. Pub. L.No. 104-191, 11OStat. 1936(1996).
219. Other Requirements Relating to Uses and Disclosures of Protected Health
Information, 45 C.F.R. § 164.514 (2005).
220. 5 U.S.C. § 552 (1998).
221. Office of Mgmt. & Budget, Executive Office of the President, OMB Circular No. A110, Uniform Administrative Requirements for Grants and Agreements with Institutions of
Higher Education, Hospitals, and Other Non-Profit Organizations (1993) (amended 1999)
(codified as amended at 2 C.F.R. § 215).
222. OMB Circular A-l 10, 2 C.F.R. § 215.36.
223. Id.
224. Id.
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sharing, the issue of data access at NIH has moved well beyond the
OMB requirement of sharing data on which federal regulations were
based to sharing of all final data collected with NIH funding.
B. NIH Implementation of the "Shelby Amendment "for Health
Research Data
On March 1, 2002, NIH released its "Draft Statement on Sharing
Research Data" 2 in which the agency affirmed its expectation that data
collected from NIH funds shall be timely released and shared for other
research purposes. This draft statement was largely adopted in NIH's
(Final Statement)
"Final Statement on Sharing Research Data"
the Draft
reference
by
incorporating
2003,
26,
February
released
Statement. The Final Statement implemented policies for data sharing
by requiring applications seeking $500,000 or more in direct costs in
any year of the proposed project period to provide a data sharing plan
stating how data will be released for use by other researchers or why
data sharing is "not possible."22 7 Additionally, the Final Statement
allows that Program Announcements may request a data sharing plan
for applicants seeking less than $500,000 of direct costs in any year of
the proposed project.
The Final Statement does not state what circumstances make data
sharing "not possible" under the rule. 229 It does recognize "that data
sharing may be complicated or limited ... by institutional policies, local
IlRB rules, as well as local, state and Federal law and regulations. . . .,230
The Final Statement gives examples of privacy issues, intellectual
property, and a eements with third parties as being potential limiters
on data sharing.
NIH's stated mission is "to seek fundamental knowledge about the
nature and behavior of living systems and the application of that
knowledge to enhance health, lengthen life, and reduce the burdens of
illness and disability." 23 2 Like all publicly-funded agencies, NIH
struggles with the duty to promote as much diversified research as
possible, but also to maximize the efficiency of the research effort. The
policy of data sharing is a mechanism to encourage diversity of research
225. NIH, NIH ANNOUNCEs DRAFT STATEMENT ON SHARING RESEARCH DATA (Mar. 1,

2002), http://grants.nih.gov/grants/guide/notice-files/NOT-OD-02-035.html.
226. NIH, FINAL NIH STATEMENT ON SHARING RESEARCH DATA (Feb. 26, 2003),

http://grants.nih.gov/grants/guide/notice-files/NOT-OD-02-035.html.
227. Id.
228. Id.
229. Id.
230. Id.
231. Id.
232. NIH Mission, http://www.nih.gov/about/mission.htn (last visited Sept. 30, 2010).
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inquiry without funding multiple collections of similar data when a
single dataset may be used by different researchers to address various
research hypotheses.2 3 3
C. NIH Implementation ofData Sharingfor Genetic Research: The
Genome Wide Association Study Policy
Research is rapidly discovering genetic links to many common
diseases that occur, including those occurring at a higher rate in the
Native American community. These research discoveries require access
to very large datasets. On August 30, 2006, NIH released for comment
its proposed data sharing policy for data collected in Genome Wide
Association Studies (GWAS), 2 3 and followed with a final rule2 35 which
implemented the most aggressive NIH data sharing policy to date. This
rule provides strong incentives to all researchers who are funded by the
NIH to conduct GWAS to provide the genotype and phenotype 2 36 data
from all individual participants.
GWAS utilize a newly-developed process to identify which genes
contribute to diseases.237 The process involves analyzing markers along
the individual's complete DNA (genome) and testing for associations
between these markers and the presence or absence of disease. 238 They
require large numbers of individuals in order to detect genetic variations
associated with a particular disease. 239 Analyses of the large datasets
created from the genomic and health data from thousands of participants
can identify which gene variants play a role in human diseases. 24 0
Through this process, genes have been identified which likely play a

233. See Rockwell & Abeles, supra note 97, at S5-8.
234. NIH, REQUEST FOR INFORMATION (RFI): PROPOSED POLICY FOR SHARING OF DATA

OBTAINED IN NIH SUPPORTED OR CONDUCTED GWAS (Aug. 30, 2006), http://grants.nih.gov/

grants/guide/notice-files/NOT-OD-06-094.html.
235.

NIH, POLICY FOR SHARING OF DATA OBTAINED IN NIH SUPPORTED OR CONDUCTED

GWAS (Aug. 28, 2007), http://grants.nih.gov/grants/guide/notice-files/NOT-OD-07-088.html
[hereinafter Notice No.: NOT-OD-07-088].
236. "Genotype," refers to the measurement of genetic characteristics; in a given research
study, the genotype studied might be a single gene, a set of genes, or multiple markers across the
individuals' entire genome (i.e., the genetic code he or she inherited from their parents).
"Phenotype" is an individual's observable characteristics, which are influenced by both its
genotype and its environment. This may include such characteristics as height, weight, eye
color, skin color, presence of actual disease. Usually a limited number of phenotypic
characteristics are measured in a given study.
237. Laura Rodriguez-Murillo & David A. Greenberg, Genetic Association Analysis: A
Primeron How it Works, Its Strengths and its Weaknesses, INT'L J. ANDROLOGY 546-56 (2008).
238. Id. at 546.
239. Id. at 549.
240. Id. at 547.
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role in such diseases as type 1 diabetes, 24 1 type 2 diabetes,242 coronary
23244

245

heart disease,2 43 breast cancer,
prostate cancer,
multiple
sclerosis,2 46 and several other diseases. Over time, the trend in genetic
research is to measure an increasing amount of an individual's genetic
characteristics; some studies are already using whole genome
sequencinq, in which the participant's full genetic complement is
evaluated.
The process for identification of genes related to disease involves
examining genomic markers from two groups of individuals; one group
with a particular disease and one group without. 248 Each person's DNA
is extracted from their sample, digitized, and analyzed to find gene
variants which occur more frequently in the individuals with the disease
If such a gene variant is found, the
than in individuals without.
with that disease.250
"associated"
be
to
variation is determined
This work greatly benefits from aggressive data sharing
requirements as GWAS requires tissue samples and data from thousands
of individuals to identify genes associated with disease to a confident
degree of accuracy. 2 51 The unique ability to digitize genomic data from
individual research participants' tissue samples and put them into huge
databases which can be searched remotely creates a very powerful
research tool. The power of this research method has resulted in the
NIH's data sharing policy for GWAS. The NIH created a data
repository at the National Center for Biotechnology Information,252
housed within the National Library of Medicine. This database, dubbed
241. Deborah J. Smyth et al., A Genome-Wide Association Study of Nonsynonymous SNPs
Identifies a Type 1 Diabetes Locus in the Interferon-Induced Helicase (IFIH1) Region, 38
NATURE GENETICS 617 (2006).

242. Robert Sladek et al., A Genome- Wide Association Study Identifies Novel Risk Loci for
Type 2 Diabetes, 445 NATURE 881 (2007).
243. Ruth McPherson et al., A Common Allele on Chromosome 9 Associated with
CoronaryHeart Disease, 316 Sci. 1488 (2007).
244. Douglas F. Easton et al., Genome- Wide Association Study Identifies Novel Breast
Cancer Susceptibility Loci, 447 NATURE 1087 (2007).
245. Meredith Yeager et al., Genome- Wide Association Study of ProstateCancerIdentifies
a Second Risk Locus at 8q24, 39 NATURE GENETICS 645 (2007).

246. David A. Hafler et al., Risk Alleles for Multiple Sclerosis Identifiedby a Genomewide
Study, 357 NEw ENG. J. MED. 851 (2007).
247. Kalim U. Mir, Sequencing Genomes: From Individuals to Populations, 8 BRIEFINGS
FuNcT. GENOMIC PROTEOMIC 367 (2009).

248. Rodriguez-Murillo & Greenberg, supra note 237, at 546.
249. Mark M. lies, What Can Genome-Wide Association Studies Tell Us About the
Genetics of Common Disease?, 4 PLOS GENETICS 1 (2008).
250. Rodriguez-Murillo & Greenberg, supranote 237, at 546.
251. Ku C. Seng et al., The Success of the Genome- Wide Association Approach: A Brief
Story of a Long Struggle, 16 EUR. J. HUM. GENETICS 554, 554-64 (2008).
252. Nat'1 Center for Biotechnology Information Website, http://www.ncbi.nlm.nih.gov/
(last visited Sept. 14, 2010).
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the NIH Database of Genotypes and Phenotypes (dbGaP), is webbased 23 and the GWAS policy requires all protocols, surveys, study
manuals, variables, and other supporting documents be placed in an
open access portion of the GWAS repository.2 5 4 The GWAS policy
"strongly encourages" the submission of all NIH-funded GWAS curated
and coded phenotype, exposure, genotype, and pedigree data.2 5 5 The
phrase "strongly encouraged" is somewhat misleading. 25 6 The GWAS
Frequently Asked Questions webpage informs researchers seeking
funding for GWAS studies that:
The GWAS Policy is effective for competing applications and
proposals submitted for January 25, 2008 and all subsequent
standard NIH receipt dates, including submission for on-going
Funding Opportunity Announcements (FOAs) issued prior to
January 25, 2008. All such applicants will be expected to submit
a data sharing plan consistent with the GWAS Policy, and to
meet the expectations of the Policy in good faith. Any submitted
data sharing plans that are accepted by the funding IC may be
referenced in the Notice of Award as a term and condition of the
award. 257
This statement reflects that NIH expects research proposals to
include "data sharing plans" stating how they intend to comply with the
GWAS policy, and that compliance with the data sharing plan is a
potential condition of the award. Not only is submission of genotype
and phenotype, exposure and pedigree data strongly encouraged,
agreement to do it is likely a pre-condition to receiving any funding.
The management of and access to datasets submitted to dbGaP are
governed by a complex system of oversight, which is very federalheavy. The GWAS policy and database is overseen by the NIH Director
who is advised by a "Senior Oversight Committee" composed of NIH
and Center directors who represent the scientific community and
general public.2 5 8 The Senior Oversight Committee is responsible for
on-going management and stewardship of the GWAS policy and
operating procedures. 259 Two steering committees report to the Senior
Oversight Committee and are responsible for implementation,
253. Notice No.: NOT-OD-07-088, supra note 235.
254. Id. § III (to use the dbGaP, see dbGaP Website, http://www.ncbi.nlm.nib.gov/gap/?
db--gap).
255. Id.
256. Id.
257. GWAS Frequently Asked Questions, http://grants.nih.gov/grants/gwas/GWASfaq.
htm#al (last visited Sept. 14, 2010).
258. Notice No.: NOT-OD-07-088, supra note 235.
259. Id.
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communication, and development of procedures for the conduct,
submission, and data release from dbGaP.26 0 One steering committee,
the "Research Participant Protection and Data Management Steering
Committee," is made up of the chairs of all Data Access Committees at
NIH as well as appropriate staff.2 6 ' The second steering committee is
the "Technical Standards Steering Committee," which is made up of
members of scientific programs across NIH and the National Center for
Biotechnology Information. 262 It is important to note that a federallycontrolled process hinders Native American participation. Studies have
shown that Al/AN willingness to participate in research significantly
falls if it is perceived to be conducted by "the federal government." 263
The data submitted to dbGAP for a particular study includes
genotype data, the health, exposure and other data, such as family
history, collected by that study. This data will be made available to
researchers through application to individual "NIH Data Access
Committee (DAC)," which will be established based on programmatic
areas of interest. Investigators seeking access to data in the repository
would apply to the appropriate NIH DAC describing their proposed
research and agree to only use the data for the approved research use,
keep the data confidential and follow all applicable laws and any local
institutional policies and procedures for handling GWAS data, to not
attempt to identify individual participants from whom data within a
dataset was obtained, and provide annual progress reports on
research. 264
NIH policy endorses the philosophy that having as many individuals
as possible access a dataset permits the exploration of topics not
envisioned by the original investigators, including investigation of
questions emerging from current science. Multiple analyses on a single
dataset allow for comparison of differing methods of data analysis,
collection, and interpretation.265 Data sharing also enables "pooling" of
data, namely combining data acquired from varied sources to produce
an entirely new dataset without spending large amounts of additional
money, staff time, and researcher time. Given the vagaries of funding,
efficiency is an important tool to prevent reductions in the production of
scientific findings.
260. Id.
261. Id.
262. Id.
263. See Noe et al., supra note 204, at 77, 86.
264. Id.
265. See Carole A. Estabrooks & Donna M. Romyn, Data Sharing in Nursing Research:
Advantages and Challenges, 27 CAN. J. NURS. REs. 77, 77, 80 (1995); see also Andrew J.
Vickers, Whose DataSet is it Anyway? SharingRaw Datafrom Randomized Trials,7 TRIALS 15
(2006).
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In addition to the efficiency that data sharing encourages, accuracy
of findings is also beneficial. Data sharing provides the opportunity to
substantiate (or disprove) the accuracy of the original data analysis
without requiring a whole new data collection effort, subject to the
possibility of variances due to the new sample. Data sharing allows
other researchers to review the findings of the original studies and
allows for replication of results. 266 It also is likely to provide incentive
against error, fraud, and selective reporting of findings. 2 67 Other
increased competition
benefits include the facilitation of teaching,
amongst researchers resulting in overall increases in data collection and
analysis, 2 69 and finally, reducing public perception that researchers are
only concerned with their self-interest versus the study and treatment of

societal ills.2 70

IV. THE MORASS-IMPLEMENTATION

OF FEDERAL DATA SHARING
LAWS TO RESEARCH WITH FEDERALLY-RECOGNIZED TRIBES

There are clearly good intentions lining the streets of the NIH data
sharing policies. The problem created in the context of research among
Native American communities is their interest in the regulation and
control over data collected from their citizens and their citizens'
discomfort with the concept of sharing the data they volunteer to
researchers.
A. The Context of Tribal Sovereignty
In order to grasp the nuances of regulatory authority over research
within tribal communities, it is important to understand the sovereign
authority of these tribes and the power the United States holds over
them.
Tribes exercise authorities held by other sovereign governments,
including the ability to pass laws regulating lands and individuals within
their communities. 1 The geographic scope of their jurisdiction extends
to "Indian country," which is a term of art defined in federal law. 272
266. Rockwell & Abeles, supra note 97.
267. Vickers, supra note 265.
268. Rockwell & Abeles, supra note 97.
269. See Denise E. Love et al., Data Sharing and Dissemination Strategiesfor Fostering
Competition in Health Care, 36 HEALTH SERV. REs. 277, 277-90 (2001).
270. Vickers, supra note 265.
271. United States v. Wheeler, 435 U.S. 313, 323-24 (1978).
272. 18 U.S.C. § 1151 (1949). It includes all land within the exterior boundaries of an
Indian reservation. Id. § 1151(a). See generally FELIX COHEN, COHEN'S HANDBOOK OF
FEDERAL INDIAN LAW

§

3.04 (2005) [hereinafter COHEN'S HANDBOOK].
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This authority is not granted to tribes by the United States, but instead is
authority held by tribes from time immemorial.27 3 The U.S. Supreme
Court has stated "tribes still possess those aspects of sovereignty not
withdrawn by treaty or statute, or by implication as a necessary result of
their dependant status." 274 As this statement indicates, the inherent
sovereignty of federally-recognized tribes is somewhat tenuous and is
subject to limitations by the federal government.
The U.S. Congress, pursuant to the Indian Commerce Clause of the
U.S. Constitution, 2 holds exclusive power over Indian Tribes, with the
power to increase, decrease, and even terminate the authority of Tribes
in almost every area. The federal government's near exclusive authority
over the Tribes was inherited from the relationship established by the
Proclamation of 1763 where the English Crown reserved to itself the
sole ability to enter into treaties with the Tribes of North America.2 7 6
The goal of excluding the Colonies from negotiating land cessions was
to limit expansion by the Colonies westward away from the eastern
seaports and resulting in increased colonial manufacturing and lessening
277
the dependence on England.
The year 1763 is considered by many
scholars as the beginning of the American Revolution. 2 78 While
Founding Fathers chafed under the Crown's ban on individual Colony
negotiation with Indian Tribes, the newly-created United States adopted
that same philosophy as to the individual States.279 The U.S.
Constitution's Indian Commerce Clause reserves to the U.S. Congress
"[p]ower ... [t]o regulate commerce with foreign nations, and among
the several States, and with the Indian Tribes." so The U.S. Supreme
Court has found that this relationship vests the U.S. Congress with

273. COHEN'S HANDBOOK, supra note 272,

§

4.01; Wheeler, 435 U.S. at 323.

274. Wheeler, 435 U.S. at 323.
275. U.S. CONST. art. 1, § 8, cl.3.
276. COHEN'S HANDBOOK, supra note 272,

§

1.02[1].

277. ROBERT A. WILLIAMS JR., THE AMERICAN INDIAN IN WESTERN LEGAL THOUGHT

234 (1990).
278. Id. at 232.
279. The fledgling States originally argued amongst themselves whether this power should
be vested with the federal government or with the States. Article IX of the Articles of
Confederation tried to accommodate both sides and vested authority in the Congress for
regulating trade and affairs with the Indian tribes "provided, that the legislative right of any state
within its own limits be not infringed or violated. . . ." James Madison, in the Federalist Papers,
pointed out the obvious contradiction in this matter. See THE FEDERALIST No. 42, at 284-85
(James Madison) (J.E. Cooke ed., 1961). After much conflict between the States and the Indian
Nations, Madison proposed to remove this contradiction in the Constitution and as such the
Indian Commerce Clause was adopted with little debate. See ROBERT T. ANDERSON ET AL., B.
BERGER, P. FRICKEY, S. KRAKOFF, AMERICAN INDIAN LAW: CASES AND COMMENTARY 30-

31 (1st ed. 2008).
280. U.S. CONST. art. I, § 8, cl. 3.
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"plenary power" over the Tribes, 28 1 with authority to both expand and
terminate tribal sovereignty.2 8 2
To temper this power, the federal courts have created a patchwork of
protections commonly referred to as the "Indian law Canons of
Construction. 283 These canons require that treaties and agreements
involving AL/AN tribes must be construed as the Native Americans
would have understood them at the time of negotiation 284 with all
ambiguities resolved in favor of the Indians. 285 These canons have been
extended from treaties to include statutes passed by Congress 286 and
federal regulations interpreting them.2 87 Federal court application of
these canons have resulted in exceptions for Tribes in the operation of
federal statutes of general applicability.
B. The TuscaroraRule and Its Exceptions: Determining When Federal
Statutes of GeneralApplicabilityApply to Indian
Tribes andReservations
Through its plenary power, the U.S. Congress has authority to pass
statutes regulating Indian tribes and their reservations; Congress and the
281. Lone Wolf v. Hitchcock, 187 U.S. 553, 565 (1903); see also United States v. Lara,
541 U.S. 193, 202 (2004) (upholding legislation correcting U.S. Supreme Court interpretation of
congressional understanding of tribal authority); Nat'1 Farmers Union Ins. Cos. v. Crow Tribe,
471 U.S. 845, 851 (1985) (discussing primacy of federal law over tribal sovereign authority).
282. See, e.g., Menominee Tribe v. United States, 391 U.S. 404 (1968).
283. COHEN'S HANDBOOK, supra note 272, § 2.02.
284. See, e.g., Choctaw Nation v. United States, 318 U.S. 423, 431-32 (1943) (quoting
Tulee v. Washington, 315 U.S. 681, 684-85 (1942)) (finding "treaties are construed more
liberally than private agreements . . . especially is this true in interpreting treaties and
agreements with the Indians [which are construed] . . . 'in a spirit which generously recognizes
the full obligation of this nation to protect the interests of [the Indians]"'); Choate v. Trapp, 224
U.S. 665, 675 (1912) (finding "in the government's dealings with the Indians. . . the
construction [of treaties] . . . is liberal; doubtful expressions, instead of being resolved in favor
of the United States, are to be resolved in favor [of the Indians]"); Worcester v. Georgia, 31 U.S.
515, 551-57 (1832) (interpreting Treaty of Hopewell in light of congressional policy to "treat
[tribes] as nations, respect their rights, and manifest a firm purpose to afford that protection
which treaties stipulate").
285. See, e.g., McClanahan v. Ariz. State Tax Comm'n, 411 U.S. 164, 174 (1973) (stating
that any "[d]oubtful expressions [in treaties should] be resolved in favor of the [Indians]")
(quoting Carpenter v. Shaw, 280 U.S. 363, 367 (1930)); Winters v. United States, 207 U.S. 564,
576 (1908) (explaining "[b]y a rule of interpretation of agreements and treaties with the Indians,
ambiguities occurring will be resolved from the standpoint of the Indians.").
286. County of Yakima v. Confederated Tribes and Bands of the Yakima Indian Nation,
502 U.S. 251, 269 (1992) (holding that "[w]hen we are faced with these two possible
constructions [of a statute], our choice between them must be dictated by a principle deeply
rooted in this Court's Indian jurisprudence: '[S]tatutes are to be construed liberally in favor of
the Indians, with ambiguous provision interpreted to their benefit"') (quoting Montana v.
Blackfeet Tribe, 471 U.S. 759, 766 (1985)).
287. HRI, Inc., v. EPA, 198 F.3d 1224, 1245 (10th Cir. 2000).

256

JOURNAL OF TECHNOLOGYLAW & POLICY

[Vol. I15

Executive have wielded this power with a heavy hand. The federal
government has passed laws violating express terms of treaties to take
lands away from Indian Tribes without sufficient compensation.2 8 8 it
has passed regulations in clear violation of the right to free exercise of
religion by forbidding Native American's ability to practice traditional
religions, speak traditional languages, and forcing Native American
children to _o to boarding schools run by various Christian religious
institutions. 9 It has passed laws completely extinguishing the
sovereignty of some tribal groups.29 0 The list of statutes passed by the
Congress solely targeting AI/ANs is long and often troubling. 291 Less
common than statutes solely with sights set on tribes, are legislative acts
where Congress actually considers how statutes of general applicability
should be tailored for the unique status of tribal governments. Many
federal statutes either specifically apply some or all of their provisions
to tribes, or specifically exempt them from either part or all of the
statute of general applicability.
1. Examples of Explicit General Statute of Applicability Exemptions for
Tribes: Title VII and the ADA
One congressional tact is to exempt tribal governments from
maintaining protections for those individuals who fall under the
regulation or employment of the tribe. One example is Title VII of the
Civil Rights Act of 1964292 which makes unlawful for employers to
discriminate on the base of race, color, sex, or national origin with
respect to compensation, terms, conditions, or privileges in
employment. 293 Title VII however exempts "an Indian Tribe" from the
definition of "employers"294 and has since been found to295also exempt
certain corporations wholly-owned by tribal governments.
288. United States v. Sioux Nation, 448 U.S. 371,423 (1980).
289. See Allison M. Dussias, Ghost Dance and Holy Ghost: The Echoes of NineteenthCentury ChristianizationPolicy in Twentieth Century Native American Free Exercise Cases, 49
STAN. L. REv. 773 (1997).
290. See Charles F. Wilkinson & Eric R. Biggs, The Evolution of the Termination
Policy, 3 AM. INDIAN L. REv. 139, 151 (1977).
291. See COHEN's HANDBOOK, supranote 272.

292. 42 U.S.C. § 2000e (1964).
293. 42 U.S.C. § 2000e-2(a)(1) (1964).
294. 42 U.S.C. § 2000e-l(b) (1964).
295. Bales v. Chickasaw Nation Indus., 606 F. Supp. 1299, 1308 (D.N.M. 2009)
(concluding tribal corporation chartered under the Oklahoma Indian Welfare Act, 25 U.S.C. §
503, was entitled to immunity from suit under Title VII); see also Dawavendewa v. Salt River
Project Agricultural Improvement and Power Dist., 276 F.3d 1150, 1159 (9th Cir. 2002)
(finding Title VII suit against a power district located wholly on the Navajo Reservation and
which applied tribally-mandated Native American employment preferences could not go
forward due to inability join the Nation as an indispensible party due to sovereign immunity).
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Another example of explicit exemption of statutes of general
applicability to Indian tribes is the Americans with Disabilities Act.
Title I of the ADA restricts any discrimination due to disability against
individuals in job application procedures, hiring, advancement,
discharge, compensation, training and other terms, conditions, and
privileges of employment. 29 6 Like Title VII of the Civil Rights Act,
Title I of the ADA specifically lists "Indian Tribes" in its definition of
exempt entities.2 9 7
Unlike Title I, Title II and Title III of the ADA are silent as to their
application to Indian Tribes. Title II of the ADA does not apply to
Indian tribes as it is limited to states and local governments, and to
commuter authorities such as the National Railroad Passenger
Corporation.298 Title 11 provides a definition of States which does not
include tribes 299 and while there are no definitions of "local
governments," the text of the Title makes clear that it applies to States
and subordinate governments.
Title III of the ADA applies to disability accommodations and
services by private entities such as private transportation, hotels,
restaurants, stores, and other private businesses offering services to the
public. 300 It is silent about such businesses owned by AL/AN
governments. 30 1 The Eleventh Circuit found that the ADA was to be
given broad application and was intended to be construed liberally. 302
The Court of Appeals found that Title III of the ADA applied to
Indian TribeS303 but the Act did not waive tribal sovereign immunitym
to a private suit filed against a tribe for alleged ADA violations by a
restaurant and entertainment facility owned by an Indian Tribe. This
case demonstrates the issues prompted when Congress passes statutes of
general applicability without any thought as to their application to
tribes. As with giving many legal opinions in Indian Law, the answer to
whether a federal statute of general applicability is silent as to AI/ANs
actually applies to Indian Tribes is: it depends.

296. 42 U.S.C. § 12112(a) (2008).
297. 42 U.S.C. § 12111(5)(B)(i) (2008).
298. 42 U.S.C. § 12131(1) (1990).
299. Id.
300. 42 U.S.C. § 12181 (1990).
301. Id.
302. Fla. Parapalegic Ass'n, Inc. v. Miccosukee Tribe of Indians of Fla., 166 F.3d 1126,
1128 (llth Cir. 1999).
303. Id. at 1128-29.
304. Id. at 1130-31.
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2. Federal Statutes of General Applicability: Determining Their
Application to Indian Tribes
The vast majority of laws passed by Congress have no language
whatsoever about their application to federally-recognized sovereign
tribal governments, Indian reservations, and individual Native
Americans. As a result, when Congress passes statutes not explicitly
relating to Indian tribes and reservations, the analysis to determine the
balance between Congress's intent for comprehensive effect of
legislation and how to protect the unique situation of tribal governments
turn quickly into muddy waters.
Since the first U.S. Supreme Court cases which examined the scope
of tribal sovereign authority, the general rule has emerged that for a
federal statute to abridge the sovereignty of an Indian tribe, the statute
must make plain its intent to do so. 305 This long-held rule of
interpretation has been limited in some cases through application of
what has become known as the "Tuscarora Rule." 306 In Tuscarora,the
Power Authority of the State of New York sought to condemn lands
owned by the Tuscarora Indian Nation pursuant to eminent domain
authority granted to the Power Authority by the license it was issued
under the Federal Power Act (FPA).30 7
The federal statute made no mention of its applicability to fee simple
land held by Indian Tribes. The statute did, however, have explicit
protections for Indian and other federal reservations, but because the
Tuscarora lands at issue in the case were not held in trust by the United
States they were not a "reservation" within the meaning of the FPA's
protections. Nevertheless, the Tuscarora Indian Nation argued that
absent explicit language applying the FPA's terms to tribal fee lands,
New York could not condemn such lands under the Act's authority. 308
The Court found that because Indian trust lands were protected, it
was obvious that other Indian lands, that is, fee simple lands, were not.
In dicta, the U.S. Supreme Court stated that "it is now well settled by
many decisions of this Court that a general statute in terms ap 1,ing to
Even
all persons includes Indians and their property interests."
305. Elk v. Wilkins, 112 U.S. 94, 100 (1884) (citing Cherokee Nation v. Georgia, 30 U.S. 1
(1831); Worcester v. Georgia, 31 U.S. 515 (1832)).
306. Fed. Power Comm'n v. Tuscarora Indian Nation, 362 U.S. 99, 116-17 (1960).
307. 16 U.S.C. §§ 836, 836(a) (1977).
308. Tuscarora,362 U.S. at 115.
309. Id. at 116. See, e.g., Okla. Tax Comm.'n v. United States, 319 U.S. 598 (1943)
(concluding that State inheritance taxes applied to lands owned by deceased Indian, when the
lands were taxable at the time of death); Superintendent of Five Civilized Tribes v. Commission,
295 U.S. 418 (1935) (finding general federal income tax laws apply to interest income earned by
an Indian from investments made by the United States on his behalf); Choteau v. Burnet, 283
U.S. 691 (1931) (holding general federal income taxes apply to revenues received by Indian
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though this statement was dicta and is in conflict with prior Supreme
Court case law, this overbroad and unsupported statement has weakened
the requirement of explicit statutory language to restrict tribal sovereign
authority. To decide whether the Shelby Amendment should be applied
to tribes, it is worthwhile to review the federal common law.
a. Application of the Occupational Safety and Health Act (OSHA) to
Indian Tribes
In the three main cases analyzing whether Indian tribes are bound by
OSHA, we see a split between the Tenth and Ninth Circuits in how they
view the application of the Tuscarora Rule. In Donovan v. Navajo
ForestProducts Industries,3 1 0 the Tenth Circuit reviewed a lower court
decision finding that Congress did not intend for OSHA to apply to a
business wholly-owned by the Navajo Nation that worked exclusively
on-reservation, and where 625 of 650 employees were Indian. The
Court found that OSHA did not apply to Navajo Forest Products
because: "there exists no legislative intent in OSHA or its legislative
history to abrogate the treaty entered into between the U.S. Government
and the Navajo Indian Tribe; thus, to apply OSHA to NFPI would
violate the Navajo Treaty." 3 11
OSHA requires that employers allow OSHA officials to enter
worksites to determine their compliance with workplace safety rules and
regulations.312 The Court found that enforcement of this ability to enter
the worksite would be an abrogation of Article II of the treaty between
the United States and the Navajo Tribe of Indians.3 13 In Article II, the
United States agreed:
that no persons except those herein so authorized to do, and
except such officers, soldiers, agents and employees of the
Government, or of the Indians, as may be authorized to enter
upon Indian reservations in discharge of duties imposed by law,
or the orders of the President, shall ever be permitted to pass
over, settle upon, or reside in, the territory described in this
article.3 14
Citing cases which require broad interpretation of treaties to fulfill

from royalties derived from on-reservation gas and oil leases).
310. Donovan v. Navajo Forest Prods. Indus., 692 F.2d 709 (10th Cir. 1982).
311. Id.at710.
312. 29 U.S.C. § 657(a)(1) (1998).
313. Treaty with the Navaho, U.S.-Navaho, June 1, 1868, 15 Stat. 667.
314. Id.
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U.S. treaty obligations,3 15 that "[a]ll doubtful expressions contained in
Indian treaties [should] be resolved in the Indians' favor,3 16 and absent
specific language courts should refuse to find congressional abrogation
Applying these canons of construction, the Tenth
of treaty rights.
Circuit found that Article 1I only authorized individuals "expressly
authorized" to enter the reservation and without express authority
granting such access by OSHA, the Act would not be applied. 3 18 A
strong point the Tenth Circuit made in Navajo ForestProducts was that
a recent U.S. Supreme Court holding in Merrion v. JicarillaApache
Tribe3 19 stated that the power to exclude was a "hallmark" of tribal
sovereignty, regardless of the existence of any treaty, thus limiting or
overruling the Tuscarora Rule altogether. 320
Donovan v. Navajo Forest Products Industries turned on OSHA's
effect on that tribe's treaty.321 In another OSHA case three years later
ending in an opposite result, a more detailed analysis of how to
determine whether a federal statute of general applicability applies to
tribes surfaced. In Donovan v. Coeur d'Alene Tribal Farm,3 2 2 the U.S.
Department of Labor appealed a dismissal by the Occupational Safety
and Health Review Commission of citations and penalties against a
farm owned by the Coeur d'Alene Tribe. The Ninth Circuit Court of
Appeals in Coeur d'Alene cited a string of examples where the federal
courts had found that specific federal statutes of general applicability
applied to tribes. 323 Looking at these cases, the Court announced its
view of the exceptions to the TuscaroraRule. 324 The Court found that
exceptions trigger if:

315. Donovan, 692 F.2d at 712 (citing Peoria Tribe of Indians of Okla. v. United States,
390 U.S. 468 (1968)).
316. Id. (citing Choctaw Nation v. Okla., 397 U.S. 620 (1970)).
317. Id. (citing Washington v. Wash. State Commercial Passenger Fishing Vessel Ass'n,
443 U.S. 658 (1979)).
318. Id. at 711-12.
319. 455 U.S. 130 (1982).
320. Donovan, 692 F.2d at 713.
321. Id. at 712.
322. Donovan v. Coeur d'Alene Tribal Farm, 751 F.2d 1113, 1114 (9th Cir. 1985).
323. Id. at 1115-16. See generally Confederated Tribes of Warms Springs Reservation of
Oregon v. Kurtz, 691 F.2d 878 (9th Cir. 1982) (quoting that "absent 'definitely expressed
exemption' tribes and their members are subject to federal excise taxes"); United States v.
Farris, 624 F.2d 890 (9th Cir. 1980) (holding Organized Crime Control Act applied to Indian
defendants' conduct in gambling business located on Indian trust lands); United States v.
Fryberg, 622 F.2d 1010 (9th Cir. 1980) (determining Eagle Protection Act abrograted treaty
hunting rights); Fry v. United States, 557 F.2d 646 (9th Cir. 1977) (finding "Indian logging
operations are subject to federal taxes"); United States v. Bums, 529 F.2d 114 (9th Cir. 1975)
(citing Tuscarora,held federal gun control laws apply to Indians).
324. Coeur d'Alene, 751 F.2d at 1116.
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A federal statute of general applicability that is silent on the issue
of applicability to Indian tribes will not apply to them if: (1) the
law touches "exclusive rights of self-governance in purely
intramural matters"; (2) the application of the law to the tribe
would "abrogate rights guaranteed by Indian treaties"; or (3)
there is proof "by legislative history or some other means that
Congress intended [the law] not to apply to Indians on their
reservations . . . ." [in] any of these three situations, Congress

must expressly aply a statute to Indians before we will hold that
it reaches them.
The Coeur d'Alene Tribe argued that the application of OSHA
would interfere with the rights to self-govern and subsequently required
an express application to tribes by the Act.326 The Ninth Circuit
disagreed stating that such a broad interpretation of that exception
would conflict with the outcome of many of the other cases applying
The Ninth Circuit took a
federal statutes of general applicability.
narrower view of the first exception finding the exception "is designed
to except purely intramural matters such as conditions of tribal
membership, inheritance rules, and domestic relations from the general
rule . . . ." The Court looked at several factors to determine that the
329
It noted that the farm sold its
Farm was not purely intramural.
produce on the open market in interstate commerce, that it employed
non-Indians and Indians, and it was "a normal commercial farming
enterprise" and thus not purely intramural. 3 30 As to the conflict with an
express treaty right, the Court noted that the Coeur d'Alene Tribe had
no treaty with the United States and in footnote 3, took a swipe at the
Tenth Circuit's view that Merrion limited or overruled Tuscarora
stating that "[t]o whatever extent the Tenth Circuit's decision [in
Navajo ForestProducts] is not tied to the existence of an express treaty
right, we disagree with it." 331 The Tribe did not assert that there was any
explicit statutory provision or legislative history in OSHA to show a
desire for the Act not to apply to tribes, thus that exception also did not
apply.33 2 Because the Coeur d'Alene Tribe was not signatory to any
treaty, the Ninth Circuit also declined to follow the Tenth's circuit
reliance on treaty language affirming tribal ability to exclude
325.
326.
327.
328.
329.
330.
331.
332.

Id. (citations and internal quotation marks omitted).
Id.
Id.
Id.
Id.
Id.
Id. at 1117.
Id.atlll6.
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individuals from a reservation. 3 33
In U.S. Department of Labor v. Occupational Safety & Health
Review Commission,334 the Ninth Circuit reviewed the application of
OSHA to the Warm Springs Forest Products Industries, a sawmill
wholly-owned by the Warm Springs Tribe and located on-reservation.
The sawmill employed almost equally Indians and non-Indians and
marketed its products almost exclusively off-reservation. 335 The main
difference between the Warm Springs Tribe and the Coeur d'Alene
Tribe is that the Warm Springs Tribe was signatory to the Treaty with
the Tribes of Middle Oregon 3 which contained the provision that no
"white person be permitted to reside upon the same [reservation land]
without the concurrent permission of the agent and superintendant." 33
The Court applied the standard it adopted in Donovan v. Coeur d'Alene
Tribal Farm and first found that sawmill activities were not purely
intramural as, like the Coeur d'Alene Tribal Farm, it employed a large
number of non-Indians and injected its products into off-reservation
commerce.3 38
The Court addressed the exclusionary language of the Treaty.339 The
Commission had interpreted the exclusionary language of Article I to
affirm the Tribe's right to exclude any non-tribal member from the
reservation. 340 The Ninth Circuit panel agreed that the canons of Indian
construction required this broad reading of the right. 34 1 The panel did
not agree that the right to exclude was sufficient to bar application of
the Act.342 The Court pointed to the decisions of United States v.
Farris343 and Confederated Tribes of Warm Springs v. Kurtz344 which
rejected the argument that the exclusionary language of the treaties at
issue in those cases blocked the application of the Organized Crime
Control Act and federal tax laws, respectively. 34 5 The Ninth Circuit
found that the general exclusionary power to exclude individuals from
the reservation was not sufficient to block federal individuals from
333. Id. at 1117.
334. 935 F.2d 182, 183 (9th Cir. 1991).
335. See id.
336. See id. at 185.
337. Treaty with the Tribes of Middle Oregon, U.S.-Tribes of Middle Oregon, art. 1, June
25, 1855, 12 Stat. 963.
338. OccupationalSafety & Health Review Comm'n, 935 F.2d at 184.
339. Id.
340. Id. at 184-85.
341. Id. at 185.
342. Id. at 186.
343. United States v. Farris, 624 F.2d 890 (9th Cir. 1980).
344. Confederated Tribes of the Warm Springs Reservation of Oregon v. Kurtz, 691 F.2d
878 (9th Cir. 1982).
345. OccupationalSafety & Health Review Comm'n, 935 F.2d at 185-86.
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enforcing laws which applied to tribes. 346
b. Post Donovan v. Coeur d'Alene and Donovan v. Navajo Forest
Products: ERISA, FLSA and ADEA Application to Tribes
The Ninth Circuit's tribal OSHA cases have proven a tempting
model for addressing the importance of balancing the intent of Congress
for broad applicability of its statutory schemes and the unique selfgoverning status of Indian tribes. The Second Circuit used Donovan v.
Coeur d'Alene to apply OSHA to on-reservation tribal enterprises; 347
the Seventh 348 and Ninth Circuits used it to apply the Employment
Retirement Income Security Act (ERISA) to both tribally-owned
enterprises and to the tribal governments themselves. 349 The Ninth
Circuit held that the Fair Labor Standards Act (FLSA) applies to a store
owned by an Indian and located on-reservation, but which sells its
goods in interstate commerce.3 5 0
The Tenth Circuit declined to follow Donovan v. Coeur d'Alene, and
instead followed its own ruling in Donovan v. Navajo Forest Products
to find that the Age Discrimination in Employment Act (ADEA) did not
apply to the Cherokee Nation. 35 The Court found that application of
covenant to
ADEA would violate the U.S. Treaty of New Echota's
3 53
The decision in
protect the Cherokee Nation's right to self-govern.
EEOC v. Cherokee Nation also shows that the Tenth Circuit is sticking
to its view of the Tuscarora dicta even as other circuits are moving to
the expansive view taken by the Ninth Circuit. 354 The Court reaffirms
its holding in Donovan v. Navajo Forest Products dismissing the
346. Id. at 186-87.
347. See Reich v. Mashantucket Sand & Gravel, 95 F.3d 174 (2d Cir. 1996) (holding that
Donovan v. Coeur d'Alene analysis provides for application of OSHA to tribally-owned, onreservation located business).
348. Smart v. State Farm Ins. Co., 868 F.2d 929 (7th Cir. 1989) (concluding that Donovan
v. Coeur d'Alene analysis finds ERISA governed group policy issued to Indian tribal employer
for tribe's employees at health center operated entirely on-reservation).
349. Lumber Indus. Pension Fund v. Warm Springs Forest Prods. Indus., 939 F.2d 683 (9th
Cir. 1991) (holding that Donovan v. Coeur d'Alene analysis finds ERISA governed recovery of
pension contributions from tribally-owned and operated sawmill).
350. Solis v. Matheson, 563 F.3d 425, 427-28 (9th Cir. 2009). But see also Snyder v.
Navajo Nation, 382 F.3d 892 (9th Cir. 2004) (concluding that Navajo law enforcement not
required to provide overtime under law enforcement exemption of FLSA); Reich v. Great Lakes
Indian Fish and Wildlife Comm'n, 4 F.3d 490 (7th Cir. 1993) (finding that tribally employed
law enforcement officers were exempt from overtime requirements of FLSA under comity when
state and local law enforcement would be exempt under the act).
351. E.E.O.C. v. Cherokee Nation, 871 F.2d 937,938 (10th Cir. 1989).
352. Id. n.2 (citing Treaty of New Echota art. V, Dec. 29, 1835, 7 Stat. 478).
353. Id. at 938.
354. Id. n.3 (referencing the Court's dictum in Tuscarora,362 U.S. at 116).
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EEOC's reliance on Tuscarora and Donovan v. Coeur d'Alene and
again noting that it questions the "continuing vitality of the Tuscarora
dictum in light of the Supreme Court's decision in Merrion."35 5 In
EEOC v. Fond du Lac Heavy Equipment and Construction Co., 35 6 the
Eighth Circuit also followed the line of EEOC v. Cherokee Nation when
it found that the ADEA did not apply to a tribal member's claims of age
discrimination against a business wholly-owned b7 the tribe, located on
but did business both on and off the reservation. The Court found that
the EEOC was attempting to regulate purely internal matters to the tribe
and thus improperly interfered with the Tribe's right to selfgovernance.
The issue of the application of ADEA has also been taken up by the
Ninth Circuit. In EEOC v. Karuk Housing Authority,359 the Court
reviewed a district court decision enforcing an EEOC subpoena on a
tribal government during an investigation of a complaint by an
employee of a tribal housing authority that he had been terminated
based on his age. 360 The Ninth Circuit applied the test in Donovan v.
Coeur d'Alene and found that as the dispute was between a tribe and
one of its members and that the business was located on-reservation, it
was purely intramural and thus the ADEA was inapplicable. 36 1
Karuk stresses a theme pursuant to our discussion of the Shelby
Amendment: 362 does a federal statute of general applicability affect
some aspect of the tribe which is purely intramural? 36 We see this most
vividly in the cases discussing the application of the National Labor
Relations Act (NLRA) to tribes.
c. Application of the NLRA to Indian Tribes
As Indian tribes began to develop tribally-owned enterprises, the
issue of labor relations quickly came to the National Labor Relations
Board (NLRB). The NLRA of 1935364 was passed to regulate and
support workers' right to organize themselves to collectively bargain
with employers over issues such as working conditions, pay, and many
other terms and conditions of their employment. 365 The goal of the
355.
356.
357.
358.
359.
360.
361.
362.
363.
364.
365.

Id. (citing Merrion v. Jicarilla Apache Tribe, 455 U.S. 130 (1982)).
986 F.2d 246 (8th Cir. 1993).
Id. at 248.
Id. at 249.
260 F.3d 1071 (9th Cir. 2001).
Id. at 1073.
Id. at 1079, 1082.
Pub. L. No. 105-277, supra note 214.
Karuk, 260 F.3d at 1078.
29 U.S.C. §§ 151-169.
Id. § 151.
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NLRA was to balance the interests of both workers and private
employers to minimize the effect of labor disputes on the flow of
commerce.3 66
The NLRA is intended to cover any employer except "the United
States or any wholly owned Government corporation . . . of any State or
political subdivision thereof."3 67 Since 1976, the NLRB, the agency
created to implement the NLRA, has addressed the application of the
NLRA on tribes in a case by case fashion. The Tuscarora rule runs
heavily through these cases.
In 1976, the NLRB ruled on the issue of the NLRA's ap lication to
tribes in Fort Apache Timber Company and Construction. 68 n Fort
Apache, the NLRB confronted whether the NLRA applied to the Fort
Apache Timber Company, an enterprise wholly owned by the White
Mountain Apache Tribe. 36 9 Fort Apache Timber workers were
employed directly by the White Mountain Apache Tribe who set all
rules regarding their employment and their pay was run through tribal
administration payroll. 3 Employees frequently transferred from the
Timber Company into other positions in the tribe without any changes
to their seniority, benefits or other privileges. 37 1 In Fort Apache, the
NLRB came to the conclusion that the timber company was a
subdivision of the tribal government and that it "is the equivalent of a
State, or an integral part of the government of the United States as a
whole, and as such specifically excluded from the Act's . . . definition
of 'employer."'372 The NLRB thus found the NLRA did not apply to the
Fort Apache Timber Company. 37 3
The ruling for Fort Apache Timber Company was not an exemption
for any business owned by a Tribe. Three years later in Devil's Lake
Sioux Manufacturing Corp.3 74 the NLRB ruled that it did have
jurisdiction over a tribal employer when the tribe owned 51% of a
corporation but had a non-tribal, non-Indian minority owner who
The NLRB in Devil's Lake Sioux
managed the company.37
Manufacturing Corp. clearly distinguished its decision from Fort
Apache, describing Devil's Lake "inapposite" to Fort Apache as the
enterprise in the instant case was not wholly managed and controlled by
366.
367.
368.
369.
370.
371.
372.
373.
374.
375.

Id.
Id. § 152.
226 N.L.R.B. 503 (1976).
Id. at 504.
Id.
Id.
Id. at 506.
Id.
243 N.L.R.B. 163 (1979).
Id. at 163-64.
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the tribal government. 376
The NLRB ruling in Fort Apache was extended to inter-tribal
organizations and enterprises. In Southern Indian Health Council,
Inc.,377 the NLRB held that a health care facility formed by a
consortium of seven tribes in Southern California, funded by the U.S.
Department of Health and Human Services' Indian Health Service and
located on one of the member tribe's reservations, 378 was also exempt
from the NLRA. 3 79 The employees union argued that Southern Indian
Health Council should not be exempted as, unlike Fort Apache, the
governance of the consortium did not rest in a tribal council, but in a
board of directors appointed by the member tribal councils and the
board of directors implemented all policies and rules. 380 The NLRB did
not find the union's argument persuasive and found that this case was
more like Fort Apache than Devil's Lake.38 ' The turning point was the
ability of the member tribes to hire and fire the board of directors, and
that the board established and controlled "significant employment
policies" was important to the decision. 382
In further NLRB cases, the location of the employer became a
significant factor to the analysis. In Sac and Fox Industries, Ltd.,383 the
NLRB found jurisdiction over a tribally owned manufacturing business
located off-reservation on fee lands. 384 Sac and Fox Industries was a
tribally owned enterprise and its board of directors consisted solely of
tribal members appointed by the "principal chief' and exerted control
over the employment practices of the organization.3 8 5 This organization
had stronger tribal control than that in Southern Indian Health Council.
However, unlike the outcome in Southern Indian Health Council, Sac
and Fox Industries was found to be subject to the NLRA.3 86 The
lynchpin to the Board's jurisdiction in Sac and Fox was the
organization's location on fee lands off reservation. 3 87
In Sac and Fox, the NLRB looked to the Tuscarora rule and the
exceptions articulated by the Ninth Circuit in Donovan v. Coeur
d'Alene.388 In the NLRB's discussion of the purely intramural matters
376.
377.
378.
379.
380.
381.
382.
383.
384.
385.
386.
387.
388.

Id.
290 N.L.R.B. 436 (1988).
Id.
Id. at 437.
Id. at 436-37.
Id. at 437.
Id.
307 N.L.R.B. 241 (1992).
Id. at 241.
Id.
Id. at 245.
Id. at 243.
Id. at 243-44 (citing Coeurd'Alene, 751 F.2d at i116).
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exception, the Board looked to the same facts noted in Coeur d'Alene in
its discussion of the "purely intramural" exception.3 89 It considered
whether the commercial operation is a normal commercial operation in
interstate commerce and whether it employed non-Indians as well as
Indians. 390 It examined "whether the statute would broadly and
completely define the employment relationship between the tribe and
the employees, thereby usurping [tribal] decision-making power, or
would simply impose certain regulatory requirements and standards for
the employees' protection." 39 1 Finally, the NLRB considered whether
the NLRA's effect would extend beyond the business enterprise and
"regulate purely intramural matters such as tribal membership,
inheritance rules, or domestic relations." 392
In the NLRB's application of these factors to the purely intramural
matters exception, the Board found that the Sac and Fox operation was
general manufacturing which employed a majority of non-members. 393
It further found that the NLRA did not broadly define the relationship
between the organization and its employees, but simply "encourages the
practice and procedure of collective bargaining and protects workers'
rights of freedom of association and self-organization." 394 The NLRB
asserted that the NLRA does not compel agreements or regulate the
terms of a collective bargaining agreement. 39 5 Finally, the NLRB
quickly stated that the NLRA did not extend, in this situation, to
regulate purely tribal intramural matters such as those noted in

Donovan.
In addressing the treaty right abrogation exception, the NLRB stated
that Sac and Fox Industries failed to identify, and NLRB did not find in
their own investigation, any provision of the treaties between the Sac
and Fox Tribe and the United States which application of the NLRA
would violate. 397 The NLRB also seemed to place weight in the fact that
the land underlying the tribal business was not involved in any treaty.3
In addressing whether there is proof that Congress intended the
NLRA to not apply to an off-reservation tribal enterprise, the NLRB
noted that Sac and Fox Industries did not refer to any legislative history
which seemed to exempt tribal application of the NLRA. 39 9 The NLRB
389.
390.
391.
392.
393.
394.
395.
396.
397.
398.
399.

Id. at 241, 244.
Id. at 244 n.21 (citing Coeur d'Alene, 751 F.2d at 1116).
Id. at 244 n.22 (citing Lumber, 939 F.2d at 685; Smart, 868 F.2d at 935-36).
Id. at 244 n.23 (citing Coeur d'Alene, 751 F.2d at 1116).
Id. at 244.
Id.
Id.
Id.
Id.
Id. at 245.
Id.

JOURNAL OF TECHNOLOGYLA W & POLICY

268

[Vol. 15

did note that while the language of its decision in Fort Apache Timber
seemed to argue that Congress did not intend for it to apply, the NLRB
in Sac and Fox Industries believed that "the enterprise's location on the
reservation was of controlling significance to the Board."400
Thus, through these three cases, it appeared that the landscape was
described. On-reservation tribal employers who retained a significant
control over employment policies were exempt from the NLRA, but
tribal employers off the reservation were subject to the NLRA unless
they were exempted under the Donovan standards. This did not prove to
be the case.
The NLRB focused on the nature of tribal gaming in a dispute
between a tribal casino and a Labor Union.4 0 1 San Manuel Indian Bingo
and Casino was wholly-owned by the San Manuel Band of Serrano
Mission Indians and was located on the San Manuel Indian Reservation
in San Bernardino, California.4 0 2 The Tribe promulgated all labor
policies for the casino.40 3 Like most tribal casinos, the bulk of casino
employees and patrons were non-Indians.404
In this decision, the NLRB negated the standards established in Fort
Apache Timber and Southern Indian Health Council, Inc.405 in
addressing the NLRB's previous findings, the San Manuel Board stated
that:
[T]he Board's jurisprudence in this area during its 30 years of
development has been inadequate in striking a satisfactory
balance between the competing goals of Federal labor policy and
the special status of Indian tribes in our society and legal culture.
As a result, the Board's assertion of jurisdiction has been both
underinclusive and overinclusive. Accordingly, we take the
opportunity presented by this case ... to adopt a new approach
that gives due recognition to those competing interests.406
The San Manuel Board assessed its previous findings that location
on or off-reservation was a determining factor in whether the NLRA
applied. The Board noted that the language of the Act and its legislative
history made no reference to on or off-reservation locations, and in fact,
was completely silent as to tribes altogether.4 07 It also noted that the
400.
401.
N.L.R.B.
402.
403.
404.
405.
406.
407.

Id.
San Manuel Indian Bingo & Casino & Hotel Emps. & Rest. Emps. Int'l Union, 341
1055 (2004).
Id. at 1055.
Id. at 1055-56.
Id.
Id. at 1055.
Id. at 1056.
Id. at 1058.
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Board's decision in Fort Apache Timber that tribes are generally free
from federal intervention without specific statutory intent, was in
contradiction with the federal court rulings on federal statutes of general
applicability. 408 In fact, the NLRB found that the federal courts had
addressed applicability of other federal employment statutes to tribes. 409
It noted that the courts had applied the TuscaroraRule to the Americans
with Disabilities Act,4"o ERISA, 4' and OSHA. 4 12 It noted that in both
Tuscaroraand Donovan v. Coeur d'Alene, the tribal organizations being
scrutinized were on-reservation. 4 13 Following this analysis, the NLRB
found that the NLRA applies to tribes on its face but the TuscaroraRule
will be applied on a case-by-case basis. 4 14
When the NLRB applied the analysis for the Donovan v. Coeur
d'Alene exemptions to the TuscaroraRule, it found that none were met
by the casino. 4 15 It found that the casino was a business operating in
interstate commerce and this action was not purely intramural.4 1 6 It also
found that the fact that revenues from the casino were used by the tribe
for intramural matters had no effect on the analysis.4 17
The San Manuel Tribe appealed the NLRB decision to the D.C.
Circuit Court of Appeals, who affirmed the NLRB's decision.4 1 8 In
reaching its decision the Court examined "whether the relation[ship]
between the Tribe's sovereign interests and the NLRA is such that the
ambiguity in the NLRA should be resolved against the Board's exercise
of jurisdiction."419 The Court noted the canon of Indian statutory
construction that ambiguities in a statute should be resolved in favor of
Indians, 420 but also noted that it found no case where the Supreme Court
applied this principle when resolving ambiguities in statutes of general
applicability. 421 The Court also noted that it believed that a statute can
of a tribal government without also impairing tribal
constrain actions
422
The Court went through an analysis of cases that
sovereignty.
408. Id. at 1059.
409. Id.
410. Fla. Paraplegic Ass'n v. Miccosukee Tribe of Indians, 166 F.3d 1126, 1129-30 (11th
Cir. 1999).
411. Smart v. State Farm Ins. Co., 868 F.2d 929 (7th Cir. 1989).
412. Reich v. Mashantucket Sand & Gravel, 95 F.3d 174, 177 (2d Cir. 1996); Donovan v.
Coeur d'Alene Tribal Farm, 751 F.2d 1113, 1115 (9th Cir. 1985).
413. San Manuel, 341 N.L.R.B. at 1060.
414. Id. at 1063.
415. Id.
416. Id.
417. Id.
418. San Manuel Indian Bingo & Casino v. NLRB, 475 F.3d 1306 (D.C. Cir. 2007).
419. Id. at 1311.
420. Id.
421. Id. at 1312.
422. Id.
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addressed tribal sovereignty to set the backdrop for the instant case. It
noted that tribal sovereinty was strongest when the exercise was in
or when it is acting within its borders in
accordance with a treaty
matters of concern to only tribal members.4 24 It noted, however, that
when a tribe is engaging in off-reservation business activities with nonIndians, its sovereignty is at its weakest. 4 25 Finally, the Court examined
the gaming enterprise of the tribe and found that 1. It was not a
traditional attribute of self-government; 2. It employed large numbers of
non-Indians; and 3. The vast majority of patrons were non-Indians.
Thus, applying "the NLRA to the San Manuel Casino would not . . .
impair tribal sovereignty" and jurisdiction of the NLRA is not
blocked.4 2 6
C. Viewing the Shelby Amendment through the Lens of the
TuscaroraRule
The Shelby Amendment is a statute of general applicability. It is
directed to all federal funding agencies and requires them to "ensure
that all data produced under an award will be made available to the
It may be that the Shelby Amendment should be viewed
public ....
through this analysis to determine if the legislation can even be applied
to data collected from tribal communities.
The Shelby Amendment was passed without any thought toward its
application to data collected from Indians or from Indian reservations.
There exists no mention of tribes in the legislative history or in writings
by Senator Shelby discussing the need and purposes of the
428
It is unlikely that this exception to the Tuscarora Rule
amendment.
will apply.
The determination of whether the Shelby Amendment may be
applied to tribal governments under the Tuscarora Rule is an area not
addressed by prior precedent. As can be seen from the cases interpreting
the Tuscarora Rule, whether a federal statute applies is taken on a case
by case basis and if tribes take no measures to keep data under the
control of the tribe, the protections for tribal self-government and treaty
rights likely would not apply to the Shelby Amendment's application to
researchers who are given the data, especially in light of the case law on
423. Id. (citing McClanahan v. Arizona Tax Comm'n, 411 U.S. 164, 173-75 (1973)).
424. Id. (citing White Mountain Apache Tribe v. Bracker, 448 U.S. 136, 144 (1980)); Moe
v. Confederated Salish & Kootenai Tribes, 425 U.S. 463, 480-81 (1976)).
425. Id. at 1312-13 (citing Mescalero Apache Tribe v. Jones, 411 U.S. 145, 148-49 (1973)
(explaining that when tribe is acting as an unincorporated legal person engaging in private
contractual affairs with non-Indians, it is subject to generally applicable laws)).
426. Id. at 1316.
427. Pub. L. No. 105-277, supra note 214.
428. Shelby, supra note 208, at 370.
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data ownership discussed below. The cases make clear that finding nonapplication of federal statutes of general applicability is most likely
when application affects Natives within their communities and will
affect the governmental vision and processes of the tribe itself. Tribal
governmental regulation of research should be done with these factors
in mind.
D. TribalMitigation of the Shelby Amendment Through
Research Regulation
Research in tribal communities is initiated in a variety of ways. Like
the Havasupai example discussed prior, research is often proposed to
the tribal community by researchers interested in a specific research
inquiry within their sphere of study. As in the Nuu-Chuh-Nulth
example, tribal communities also seek out researchers who specialize in
an area of particular concern to the tribe. Finally, with the expansion of
tribal regulatory structures at individual tribes and through tribal
"epidemiology centers,"429 tribally-conducted health research is
currently expanding. In order to exercise the maximum amount of
control over research envisioned by the National Congress of American
Indians, tribal governments should structure their research regulatory
systems to fall within the self-government preemption of the Shelby
Amendment. Looking through the lens of the Tuscarora exceptions,
tribal governments should not simply ask outside researchers to come
into their community and conduct research without significant tribal
participation and regulation, unless they are not concerned that the
researcher may be forced to share the data collected. Instead, tribes
should create robust research regulatory systems defining the process by
which researchers attain approval by the tribe for their particular
research project, and provide for robust participation by the tribal
government as partners in the research process itself.
This process should be according to a code passed by the tribal
council or equivalent governmental entity with statutory creation
authority. Several examples of research codes adopted by tribes exist,
although of those available to the public, most seem not to have been
written with federal data sharing laws in mind. Two resources for tribes
seeking to draft a tribal research code include a model research code
written in the context of minimizing the effect of data sharing laws at
the University of Washington Native American Law Center, and a
429. Through funding from Indian Health Service, these epidemiological centers are being
created through intertribal organizations such as the Montana/Wyoming Tribal Leaders Council
the Northwest Portland Area Indian Health Board
(http://www.mtwytlc.com/);
(http://www.npaihb.orgl); the Northern Plains Tribal Epidemiology Center (http://www.aatchb.
org/epi/index.htm); and the Urban Indian Health Institute (http://www.uihi.org/).
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model research code at the American Indian Law Center, Inc. 430 which
has excellent annotations of important considerations for code drafting.
1. Confirm that Data Collected from the Tribal Community are
Property of the Community
When researchers invite someone to participate in a research project,
they are asking the participant to give the researcher something that
belongs solely to the participant, whether it is the participant's
knowledge, the participant's opinion, or a piece of the participant's
body. When facing the question of what data is, courts consistently view
it as property which can be alienated by the research participant. Tribes
need to understand that this property is very valuable to the researcher.
Specific genes identified by a researcher from tissue samples knowingly
given to him or her by research participants can be patented by the
researcher and sold or licensed as the researcher sees fit. 43 1 New
treatments for diseases developed from tissue samples given to a
researcher can be patented and sold for millions of dollars with no right
being retained by the individual who participated in the study.4 32
Publications resulting from analysis of those data are vital to the
researcher's standing in his or her academic community, the
researcher's promotion and tenure at his or her institution, and the
success of his or her students. Because of the importance of data to the
researcher and the incentive for researchers to access those data sources,
tribes must exercise authority over them.
Tribal research codes should affirmatively assert that data collected
from the tribal community are tribal property that can be regulated by a
research code. Additionally, researchers should be required to sign
documents in which they expressly recognize that the data belongs to
the community and the community is not releasing its interest in that
data.

430. American Indian Law Center, Inc. Publications, http://ailc-inc.org/Publications.htm
(last visited Nov. 5, 2010).
431. Moore v. Regents of Univ. of Cal., 51 Cal. 3d 120 (1990) (explaining that research
subject retained no property interest in tissue sample freely given in a research study which was
used to develop a lucrative cancer treatment); see also Washington Univ. v. Catalona, 490 F.3d
667 (8th Cir. 2007); Greenberg v. Miami Children's Hosp. Res. Inst., Inc., 264 F. Supp. 2d 1064
(S.D. Fla. 2003).
432. See Moore, 51 Cal. 3d at 120.
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2. Limit Tribally Solicited Research from Outside Researchers Without
Significant Tribal Participation
Under the Tuscarora case law, federal statutes of general
applicability largely apply to a tribal government in situations where the
tribe is soliciting outsiders to come to the reservation, injecting goods or
services into off-reservation commerce, or employing significant
numbers of non-Indians. While these factors have never been applied to
the gathering of research data from a tribal community, they do guide
the best methods for how research should be encouraged by the tribal
community. These factors should discourage tribes from simply asking
researchers to conduct studies in the community without tribal
involvement in study design, data collection, data interpretation and
findings dissemination. Instead of ad hoc solicitation of outside
researchers to conduct studies of importance to tribes, the tribal
government should pass a tribal research code codifying the
community's priorities for health research and making it available for
review through a tribal website. Given the pressure to conduct research
discussed earlier, this will likely result in researcher instigated proposals
fitting within tribal research priorities.
3. Develop Tribally-Controlled Data Repositories
As the Nuu-Chuh-Nulth and Havasupai examples illustrate, a
common concern of tribal communities is the subsequent uses of data
collected from the community for research inquiries beyond the purpose
of the original data collection. This can be buffered by the creation of a
tribal data repository in the tribal research code that mandates that data
collected in the community be housed at the tribe. The tribe should,
through its regulatory process and agreements with researchers, restrict
any future use of data collected to the dataset in the tribal data
repository. This will further affirm that the data collected from the tribal
community is community owned and controlled.
4. Require Consent Documents to Require Future Data Sharing to Occur
Pursuant to Tribal Approval
The cases finding that research participants lost their property
interest in data provided to researchers point to no reservation rights by
the research participants in the consent documents signed prior to their
participation. Tribal research codes should require consent documents to
contain assurances that future uses of the data by the researcher or any
sharing of the data with others would require the researcher to seek
approval from the tribe prior to future use or sharing.
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V. CONCLUSION

The health disparities facing AI/AN communities are daunting given
the history of exploitation by the U.S. Government and other non-Indian
interests, and need significant time and funding to address them. The
reasons for the existence of these disparities are varied and complex and
research into the causes, both genetic and otherwise, needs to occur in
order to develop interventions that actually make a difference. The
historical and current experience of American Indian and Alaska Native
individuals and governments chills willingness to actively participate in
research targeting the health disparities suffered by their community
members. Without strong participation by tribal governments in the
regulation of research, recognition by the NIH that AI/AN interests are
unique and deserve unique treatment, nothing is likely to change in the
future.

